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Advancing Measurement of Patient-Centered Communication
in Cancer Care

Structured Abstract

Background. This is a second-phase project sponsored by AHRQ and the National Cancer
Institute through the DECIDE program. Phase 1 developed a framework for measuring patient-
centered communication (PCC) in cancer care, including identifying measurement domains and
subdomains for the following six functions (Epstein & Street, 2007): exchanging information,
fostering healing relationships, recognizing and responding to emotions, managing uncertainty,
making decisions, and enabling patient self-management.

Objectives. The goal of Phase 2 was to refine the Phase 1 framework; identify, develop, and test
PCC measures; and create surveys for patients and health care professionals. These surveys were
intended to assess PCC in cancer care at the organizational and population levels.

Approach and methods.

Refine Measurement Model/Scientific Evaluation Group (SEG): Refined the PCC framework and
mapped the existing domains/subdomains to the refined model. This process was guided by an
independent SEG, and members had expertise in clinical cancer communication, survey design,
cognitive testing, and health care delivery and quality of care.

Develop and Test Measures: We developed an inventory of PCC survey items by examining
published literature and soliciting expert and public input. We then cataloged the existing items,
identified gaps, and developed new items as appropriate. Finally, we pre-tested the survey items
with cancer patients (n=46) in various settings who have diverse cancer types and are in various
stages of care.

Create Surveys: We developed self-administered surveys for both patients and health care
providers. The two patient surveys (a) monitored quality of care in health care organizations and
(b) captured population-level surveillance. The provider survey assessed clinicians’ PCC
activities.

Results. We retained the existing PCC framework as the foundation for developing the survey
items. We identified relevant survey items from a total of 83 existing instruments and mapped
them to the PCC domains. The process resulted in the creation of a pool of 1,316 survey items.
However, 75 percent of these items did not meet our criteria for inclusion and were not retained.
The number of items retained varied widely by domain area, requiring new items to be
developed. During pre-testing, the items functioned well overall. The cancer patients who
participated in the testing were generally able to understand the questions, apply them to their
own experiences, and use the response scales to choose an appropriate answer. Many participants
reflected that the items measured important aspects of their interactions with clinicians. We made
numerous recommendations about how to revise and word the items.
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Conclusions. This project lays the groundwork for the assessment of PCC in cancer care. We
used a systematic approach to develop PCC items for a patient survey, beginning by
inventorying existing survey and other measurement instruments and items. Subsequently, we
developed and tested a total of 220 items, and ultimately finalized a set of 147 candidate PCC
items. Additional steps are needed to finalize the items including additional cognitive testing,
conducting a large-scale field test of the items followed by psychometric analysis, and finalizing
the items and developing short and long-term versions of measures.
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Introduction

In 2007, RTI International began work on “Advancing Measurement of Patient-Centered
Communication in Cancer Care,” a project sponsored by the National Cancer Institute (NCI) and
the Agency for Healthcare Research and Quality (AHRQ) and funded through AHRQ’s
Developing Evidence to Inform Decisions about Effectiveness (DEcIDE) program. The
overarching goal of this project was to lay the groundwork for monitoring and assessing patient-
centered communication (PCC) in the context of cancer care.

Phase 1 of the project aimed to operationalize PCC for the purpose of measurement using
the NCI conceptual model of PCC as a framework.” To achieve this, we identified measurement
domains and subdomains for each of the six functions of PCC as defined in the model:

(1) fostering healing relationships, (2) exchanging information, (3) making decisions,
(4) enabling patient self-management, (5) managing uncertainty, and (6) responding to emotions.

The goals of Phase 2 of the project were to (1) refine and finalize the conceptual model of
PCC; (2) develop measures for the key PCC constructs in the context of the PCC framework,
including creating an inventory of existing measures and new candidate items for a patient
survey; (3) conduct cognitive testing of candidate survey items; and (4) create survey items for
patients and provide guidance for a parallel survey for health care professionals.

This Phase 2 final project report comprises sections related to the following objectives:

e Objective 1: Refine Measurement Model—This section presents the process used to
review and finalize the PCC conceptual model and measurement domains and
subdomains based on consideration of relevant theories. To that end, we conducted a
meeting with the Scientific Evaluation Group (SEG) and other experts in the field to
obtain input on the measurement model.

e Objective 2: Develop PCC Measures—This section describes the development of a
PCC item bank, beginning with developing an inventory of relevant surveys and other
instruments and existing items, identifying the items most relevant to the PCC functions,
and revising existing items and developing new items to fill gaps in the inventory.

e Objective 3: Cognitive Testing of PCC Items—This section presents the methods and
findings from the cognitive testing of candidate PCC items with cancer patients, and
includes recommendations for next steps, such as the need for further formative research
in some areas, additional cognitive testing, and field testing of PCC items.

e Objective 4: Considerations for Developing a Physician Survey To Assess PCC—
This section provides guidance for the future development of survey questions for
physicians. It includes a discussion about the goals and framework for a physician
survey, important considerations for measurement development, and the roadmap for
instrument development.

A final section presents considerations for next steps in PCC measurement development.

aEpstein RM, Street RL Jr. Patient-Centered Communication in Cancer Care: Promoting Healing and Reducing
Suffering. National Cancer Institute, NIH Publication No. 07-6225. Bethesda, MD, 2007.
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Objective 1: Refine Measurement Model®

Advancing Measurement of Patient-Centered Communication
in Cancer Care Expert Advisor Meeting

Patient-centered communication (PCC) is of particular importance in the context of care
for cancer and chronic health conditions where interactions between patients and providers occur
over extended periods of time and frequently involve multiple clinicians. The National Cancer
Institute’s (NCI’s) PCC conceptual model defines six functions of communication: (1) fostering
healing relationships, (2) exchanging information, (3) making decisions, (4) enabling patient
self-management, (5) managing uncertainty, and (6) responding to emotions.

RTI International was funded initially in 2007 to advance the measurement and
monitoring of PCC. To this end, in the first phase of the project, we (1) updated the literature
review in the NCI monograph to include current literature; (2) conducted limited primary data
collection involving observations of medical encounters and in-depth interviews with cancer
patients and family members to provide further insight into PCC measurement domains and
subdomains; (3) established and collaborated with expert teams focusing on each PCC function
to identify measurable domains and subdomains; (4) developed an inventory of PCC
measurement domains and subdomains; and (5) conducted meetings with NCI and Agency for
Healthcare Research and Quality (AHRQ) scientific staff, expert advisers, and Scientific
Evaluation Group (SEG) members.

The second phase of the project aims to (1) refine and finalize the conceptual model of
PCC and identify measurable domains and subdomains associated with each major construct in
the model (see Figure 1), (2) develop measures for the key PCC constructs as identified in the
model, (3) test measures using a cognitive interviewing and cognitive appraisal approach, and (4)
develop final patient surveys and a brief health care professional survey. As a first step, AHRQ,
NCI, and RTI convened a 1-day expert meeting on December 17, 2009, to review and finalize
the PCC conceptual model and measurement domains/subdomains based on consideration of
relevant theories and input from the SEG and other experts. The first objective of the meeting
was to determine whether there was a need to refine the existing conceptual model because of
possible limitations, including the following:

e The functions are complex, involve multiple components, and overlap with one another.
e A hierarchy of functions may provide clarity or guidance in the measurement process.
e All theoretical and clinical issues may not be explicitly addressed.

bPrepared by: Lauren McCormack, Ph.D.; M.S.P.H., Katherine Treiman, Ph.D., M.P.H.; Pam Williams Piehota,
Ph.D.; Douglas Report, M.P.H.; Murrey Olmsted, Ph.D.; Rebecca Moultrie, RTI International, Research Triangle
Park, NC.
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Figure 1. Six domains of communication and health outcomes

Responding to Exchanging
Emotions ' ’ Information

Managing — - - Making

Uncertainty g Outcomes - Decisions

\\ —

Enabling Patient Fostering Healing
Self-Management Relationships

Source: Epstein, R. M., & Street, R. L., Jr. Patient-centered communication in cancer care: Promoting healing and reducing
suffering. NIH Publication No. 07-6225. Bethesda, MD: National Cancer Institute; 2007.
WWwWw.outcomes.cancer.gov/areas/pcc/communication.

Ultimately, the team determined not to make any revisions to the PCC conceptual model
at this time and will continue to use it as a blueprint for moving forward with the measurement
development process. Instead, the focus should be on ensuring that the PCC model is
comprehensive and developing solid measures for each function. Once the measures are
finalized, empirical testing can be conducted to determine whether the model needs to be refined,
for example, to determine if the functions make sense as distinct constructs and delineate the
pathways among functions.

This report contains a high-level summary of the meeting, as well as more detailed notes
and meetings materials.
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Objective 2: Develop PCC Measures®

Introduction

Patient-centered communication (PCC) is of critical importance in the context of care for
cancer and chronic health conditions where interactions between patients and providers occur
over extended periods of time and frequently involve multiple clinicians. As part of an initiative
on PCC, the National Cancer Institute (NCI) developed a conceptual model that defines six
functions of PCC: (1) fostering healing relationships, (2) exchanging information, (3) making
decisions, (4) enabling patient self-management, (5) managing uncertainty, and (6) responding to
emotions' (see Figure 1).

RTI International was funded initially in 2007 to advance the measurement and
monitoring of PCC. To this end, in the first phase of the project, we (1) updated the literature
review in the NCI monograph to include current literature; (2) conducted limited primary data
collection involving observations of medical encounters and in-depth interviews with cancer
patients and family members to provide further insight into PCC measurement domains and
subdomains; (3) established and collaborated with expert advisors, including researchers and
clinicians, focusing on each PCC function to identify measurable domains and subdomains; (4)
developed an inventory of PCC measurement domains and subdomains; and (5) conducted
meetings with NCI and the Agency for Healthcare Research and Quality (AHRQ) scientific staff
and expert advisors for the project (see Appendix E).

The second phase of the project has four objectives: (1) refine and finalize the conceptual
model of PCC; (2) develop measures for the key PCC constructs as identified in the model,
including creating an inventory of existing measures and creating new candidate items; (3)
conduct cognitive testing of candidate measures; and (4) develop a final patient survey and
summarize lessons learned from the patient survey and implications for future development of a
provider survey.

This report presents work conducted under Objective 2: Develop PCC Measures. We
describe the development of a PCC item bank beginning with inventorying relevant instruments
and existing items; the culling process to identify the items most relevant to the PCC functions;
and revision of existing items and development of new items to fill gaps in the inventory.

Development of PCC Item Inventory

The goal of this phase of Objective 2 was to develop a comprehensive inventory of
candidate measures of PCC. We accomplished this objective in a two-step process. First, we
developed an inventory of key survey instruments, question banks, and other instruments that
could potentially be used to assess PCC in cancer care. Second, we identified specific items from
these instruments and mapped them to the PCC functions and measurement domains. A brief
description of these processes and their outcomes is provided below.

Instrument Inventory

The project team identified relevant survey instruments, question banks, and other
instruments in several ways:

CPrepared by: Murrey Olmsted, Ph.D.; Samruddhi Thaker, Ph.D.; Rebecca Moultrie; Katherine Treiman, Ph.D.,
M.P.H.; Lauren McCormack, Ph.D., M.S.P.H.; RTI International, Research Triangle Park, NC.
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e Reviewed the NCI monograph “Patient-Centered Communication in Cancer Care.” 1 The
monograph identifies a number of PCC measurement tools for patient self-report and
other data collection modalities.

e Consulted with the project’s expert advisors, all of whom are active researchers in the
field and have up-to-date knowledge about PCC-related research activities.

e Reviewed peer-reviewed and grey literature relevant to PCC.

In addition, we issued a request for input in the Federal Register (Vol. 75, No. 42, March
4, 2010) to invite organizations and individuals who have developed surveys or survey items
relevant to PCC to submit them for possible inclusion in the inventory. We prepared a joint
announcement with the team conducting research for the cancer Consumer Assessment of
Healthcare Providers and Systems (CAHPS) survey requesting input for both projects. No input
was received in response to this announcement.

For the initial inventory, we included instruments that contained items or scales relevant
to one or more of the PCC functions and domains (see initial function and domain lists in
Appendix F). We sought instruments that were available for review or for which detailed
descriptions were available. At this stage, we also included some instruments that were
referenced in journal articles or other sources, but about which we had only limited information.
We flagged these for review, and depending on feedback from the project team, we sought to
locate the original questions referenced.

We did not review provider measures initially but flagged them for later review by NCI,
AHRQ, and the expert advisers; we reviewed those items deemed relevant and adapted them to
address patient measures of PCC.

We identified a total of 174 eligible surveys and questionnaires for inclusion in the
instrument inventory. For each instrument, we documented the instrument name, citation,
authors, whether it was referenced in the PCC monograph, whether the instrument is proprietary,
and whether it is publicly available or otherwise accessible. To narrow down the list of
instruments to those with greatest relevance, we prioritized those that met any of the following
criteria:

e Closely aligned with the PCC functions and domains

e Referenced in the NCI monograph

e Designed for patient self-report (vs. observational coding or other data collection
methods)

e Identified as a key instrument by members of the project team

We identified a total of 83 instruments and/or surveys as high priority using these criteria.
Appendix G provides the list of all 174 instruments and indicates these 83 priority instruments.

Item Inventory

The next step involved identifying the relevant items in the 83 prioritized instruments and
mapping them to the PCC functions and domains. We identified a total of 1,316 items and
organized them in an inventory spreadsheet that provides the following information for each
item: the source, item wording, response options, administration format (e.g., paper-pencil self-
report, telephone, interview administered, observation/coding system), population of focus (e.g.,
patients, physicians, other health care professionals), year published, reference, and any notes
(see Appendix H).
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To test the process of mapping items to the PCC functions and domains, we conducted an
exercise in which project team members from RTI, NCI, and AHRQ and the expert advisors
independently categorized items from a sample instrument (the Communication Assessment
Tool developed by Makoul et al., 20077). The team discussed the results of the exercise and
established consistent rules for categorizing the items by function. The team determined that
agreement at the function level was a priority for categorization and agreement at the domain
level was secondary. In addition, the team agreed that if items appeared to fit well in more than
one function they would be categorized as follows:

e Items appearing to fit into the fostering healing relationships function and another
function were categorized as being part of the other function.

e [tems appearing to fit into the enabling self-management and making decisions functions
were categorized as being part of the making decisions function.

Two senior RTI researchers independently categorized a total of 1,316 items. The coders
were consistent in identifying the PCC function and domain in 1,237 of the 1,316 items (94%).
The researchers reviewed the items for which there were discrepancies and resolved the coding
by consensus. Figure 2 provides an overview of the inventory process and results.

Figure 2. Process and results of the PCC inventory

Instrument Inventory:
174 Instruments/articles identified for potential inclusion

Prioritized Review:
83 Instruments/articles reviewed

Item Inventory:
1,316 ltems reviewed and coded in PCC framework

Exchanging Information Crosscutting Functions
(432) (148)

Making Decisions (253)

Enabling Self-Management &
Patient Navigation (71)

Fostering Healing
Relationships (331)

Managing Uncertainty Recognizing & Responding to
(19) Emotions (62)

Table 1 presents a breakdown of the numbers of items identified by each function and
domain. We identified the largest number of items for the exchanging information (432 items)
and fostering healing relationships (331 items) functions. In contrast, few items were identified
for the managing uncertainty (19 items) and recognizing and responding to emotions (62 items)
functions. Within each function, there were differences in the numbers of items relevant to the
domains. For example, in exchanging information, we identified only 30 items related to
providing information resources compared to 233 items related to sharing information.
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Table 1. PCC item inventory counts by function and domain

Exchanging Information (432 items)

Exploring knowledge, beliefs, and information needs and preferences (67 items)
Sharing information (233 items)
Providing informational resources and helping patients/family members evaluate and utilize resources (30 items)

L]
[ ]
[ ]
e Facilitating assimilation, understanding, and recall of information (102 items)

Fostering Healing Relationships (331 items)

Discussion about roles and responsibilities (25 items)

Honesty, openness, disclosure (47 items)

Trust in clinician’s technical competence, skills, and knowledge (64 items)
Expression of caring and commitment (106 items)

Building rapport, connection and respect (89 items)

Managing Uncertainty (19 items)

e Constructing and defining uncertainty (2 items)

e Assessing and understanding uncertainty (cognitive) (2 items)

e Using emotion-focused management strategies (affective) (12 items)
e Using problem-focused management strategies (behavioral) (3 items)

Recognizing and Responding to Emotions (62 items)

Expression of emotions (23 items)

Exploring and identifying emotions (8 items)

Assessing depression, anxiety, or psychological distress (4 items)
Acknowledgement and validation emotions (9 items)

Expression of empathy, sympathy, and reassurance (12 items)
Providing tangible help in dealing with emotions (6 items)

Enabling Self-Management and Patient navigation (71 Items)

Learning and assessing (8 items)

Sharing and advising (23 items)

Prioritizing and planning (4 items)

Preparing, implementing, and assisting (9 items)
Arranging and following-up (12 items)

Patient navigation (6 items)

Making Decisions (253 items)

e Communication about decisional needs, decision support, and decision process (77 items)
e Preparation for the decision and deliberation (120 items)

e Making and implementing a decision and action plan (31 items)

e Assessing decision quality and reflecting on choice (25 items)

Cross Cutting (148 items)

Time for communication (32 items)

Setting for communication (14 items)

Communication about team roles and coordination (11 items)
Basic interpersonal communication skills (91 items)

PCC Item Bank Culling Process

The PCC item inventory process generated a large number of items that could potentially
be used to assess PCC in cancer care. However, many items were redundant, did not fit the PCC
framework well, or were poor quality compared with other items. We undertook a process to
identify items that should be retained or excluded as the project moves forward.

To facilitate this process, the project team developed criteria for item review. Two RTI
senior researchers reviewed all items in the bank and coded each item into one of three
categories: 0 = exclude; 1 = retain for use, will require extensive revisions; and 2 = retain for use,
will require minimal revisions. We documented initial recommendations for retaining and
excluding items in separate spreadsheets and archived them for future reference. Next, we
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reviewed all items and conducted adjudication for items where there was a lack of agreement.
The RTI team discussed these items to arrive at a consensus opinion, which was then
documented in a final master spreadsheet.

Overall, this process resulted in the recommendation to exclude 75% (983) of the items in
the item inventory (coded as “0’). We based the recommendation to drop these items on the
following considerations (examples provided for each):

e Item does not align well with the PCC functions and specific domains and subdomains
(e.g., “It is often best if a patient does not have the full explanation for a medical
procedure.”).

e Item is vague or unclear (e.g., “Physicians and patients were confident they were on the
same wavelength.”).

e Item is designed for an observational study only and cannot be easily assessed through
patient self-report (e.g., “Physician makes reference to patient’s emotional state.”). Note
that some observational measures were retained because they are adaptable for patient
self-report.

e Item is focused on customer service, self-efficacy, patient preference, etc., which is
unrelated to PCC (e.g., “Patient satisfaction with the way their needs were addressed.”).

e Item is redundant and lower quality than other available item(s) measuring the same
concept (e.g., wording not as clear).

e [tem is too specific to a phase or type of cancer treatment (e.g., “In transitioning to
palliative care, the physician checks that the patient has understood the conversation.”).

We retained items scored as either a 1 or 2 for review during the next step of the item
development process. Items with a score of 1 represented items deemed to include some key idea
or kernel of information important to the PCC framework’s functions and/or domains; however,
these items also showed problems in wording or conceptual clarity requiring extensive revision
before use as measures of PCC. For each item retained with a score of “1,” we included a brief
explanation to document the kernel or idea deemed important from the item to measure PCC.
Items deemed to be of higher quality were given a score of “2,” indicating that they be retained
and need minimal revision before use as measures of PCC. The most common reason for
dropping items was because they were repetitive and lower quality than other comparable items
assessing the same construct. A breakdown of the results of the culling process is shown in Table
2.

Table 2. Results of item culling process by function

Retain, Retain,
Total Requires Requires
Items Extensive Minimal
Prior to Exclude Revisions | Revisions
Function Culling Coded 0 Coded 1 Coded 2
Exchanging information 432 358 69 5
Fostering healing relationships 331 258 66 7
Managing uncertainty 19 6 11 2
Recognizing and responding to emotions 62 27 35 0
Enabling self-management and patient navigation 71 38 32 1
Making decisions 253 189 60 4
Cross-cutting functions 148 107 41 0
Totals 1,316 983 314 19
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Table 3 presents the findings from the culling process for each function and domain. For
each function, the total numbers of items coded as 0, 1, and 2 are listed to the right of each
function. In reviewing the breakdown of recommendations for retaining items at the domain
level, it is evident that the number of items retained by domain varied widely.

Table 3. Results of the culling process by function and domain

Retain, Retain,
Requires Requires
Extensive Minimal

Exclude | Revisions | Revisions
Function/Domain Coded 0 Coded 1 Coded 2
Exchanging Information 358 69 5
Exploring knowledge, beliefs, and information needs and preferences 49 17 1
Sharing information 206 26 1
Providing informational resources & helping patients/family members 24 6 0
evaluate and use resources
Facilitating assimilation, understanding, and recall of information 79 20 3
Fostering Healing Relationships 258 66 7
Discussion about roles and responsibilities 19 6 0
Honesty, openness, disclosure 35 11 1
Trust in clinician’s technical competence, skills, and knowledge 51 13 0
Expression of caring and commitment 93 12 1
Building rapport, connection and respect 60 24 5
Managing Uncertainty 6 11 2
Constructing and defining uncertainty 0 2 0
Assessing and understanding uncertainty (cognitive) 0 1 1
Using emotion-focused management strategies (affective) 6 5 1
Using problem-focused management strategies (behavioral) 0 3 0
Recognizing and Responding to Emotions 27 35 0
Expression of emotions 11 12 0
Exploring and identifying emotions 5 3 0
Assessing depression, anxiety, or psychological distress 1 3 0
Acknowledgement and validation emotions 1 8 0
Expression of empathy, sympathy, and reassurance 5 7 0
Providing tangible help in dealing with emotions 4 2 0
Enabling Self-Management and Patient Navigation 38 32 1
Learning and assessing 5 3 0
Sharing and advising 11 12 0
Prioritizing and planning 2 2 0
Preparing, implementing, and assisting 14 12 0
Arranging and following up 5 3 0
Patient navigation 1 0 1
Making Decisions 189 60 4
Communication about decisional needs, decision support, and decision 55 21 1
process
Preparation for the decision and deliberation 96 24 0
Making and implementing a decision and action plan 20 8 3
Assessing decision quality and reflecting on choice 18 7 0
Crosscutting Functions 107 41 0
Time for communication 24 8 0
Setting for communication 8 6 0
Communication about team roles and coordination 4 7 0
Basic interpersonal communication skills 71 20 0
Totals 983 314 19
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Item Revision and New Item Development

In the final step, we adapted existing items (coded as “1” or “2” in the previous step) and

developed new items to measure domains where gaps were identified. We developed guidelines
for item revision and development, which we reviewed together with the candidate items at a
working meeting with NCI and the expert advisors. The team agreed on the following guidelines
for item development:

1.

Timeframe: The majority of items will ask about the patient’s overall experience with
cancer care (e.g., “Since you were first diagnosed with cancer...”). Selected items may
reference a particular phase of care; for example, some items may ask about transition
points in care or about making initial treatment decisions. The final survey should include
a question(s) to determine the patient’s phase in the continuum of care. The initial focus
for PCC assessment will be on patients who have been diagnosed and are in active
treatment or post-treatment. Items could later be adapted for the diagnosis and end-of-life
phases of care.

Referent: Items will ask about the patient’s “main doctor” rather than about the cancer
care team. Many patients do not have, or perceive they have, a cancer care team. Also,
patients may have very different communication experiences across multiple providers,
making it challenging to respond to questions about the cancer care team. The final
survey should include an explanation of “main doctor” (e.g., “the doctor who is in charge
of your care”) and a question(s) to identify who the patient considers to be their main
doctor (e.g., medical oncologist, surgeon, primary care doctor).

Framing: The final survey should include introductions to sets of items to frame the
questions. Specifically, the introductions should help respondents understand the purpose
of the questions, explain any terms as needed, and explain the time frame or other points
the patients should reference in answering the questions. These introductions should also
frame questions to minimize ceiling effects, for example by introducing the idea that not
all physicians perform well on all of the communication tasks. The framing should give
respondents permission to answer negatively.

Response options: The items will use a limited number of scales and response options.
Most of the questions will be evaluative in nature and ask “to what extent” a
communication behavior occurred (“not at all” to “very much”) or “how well” the doctor
performed a behavior (“poor” to “excellent””). Some questions will ask “how often” a
specific communication behavior occurred (never to always) and a limited number of
factual questions will use the dichotomous yes/no response options.

Pronouns: Items will use “you” to refer to the patient and “your doctor” to refer to the
patient’s doctor.

Other considerations: The goal is to develop four to six items per measurement domain.
Items will be relevant for patients with different types of cancer and receiving care in
different settings.

The project team agreed on several minor changes to the measurement domains to

consolidate related constructs that had a great deal of overlap into single domains and make other
adjustments (see Appendix I):

Fostering healing relationships: We removed the subdomain “discussing preferences
about receiving complete information” because it was adequately covered in the
exchanging information function.
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e Managing uncertainty: We combined the “assessing and understanding uncertainty” and
“constructing and defining uncertainty” domains. The new combined domain is entitled
“constructing, defining, and understanding uncertainty.”

e Recognizing and responding to emotions: We combined the “expression of emotions”
and “exploring and identifying emotions” domains. The new combined domain is entitled
“expressing, exploring, and identifying domains.” We renamed the “communication
about roles and responsibilities of cancer team” and “discussion about roles and
responsibilities” as “communication about cancer care team.”

e Enabling self-management: We added the “arranging and followup” domain and
combined the “learning and assessing” and “sharing and advising” domains. The new
combined domain is entitled “assessing, sharing, and advising.”

e Cross cutting: We will refer to this aspect of PCC as “crosscutting domains” rather than
the “crosscutting function.” We differentiated between the “communication about team
roles and coordination” domain in this function and the “discussion about roles and
responsibilities” domain in the fostering healing relationships function and renamed the
crosscutting domain “communication about cancer care team.”

The team also identified important issues to explore in the cognitive testing phase,
including whether patients have any issues identifying their “main doctor,” whether they
perceive any items as more or less relevant depending on their phase in care or cancer type, and
whether they are able to understand nuanced distinctions among similar questions.

Question Appraisal System Review

An RTI survey methodologist who was separate from the project team and had not been
involved in item development reviewed the items using the RTI Question Appraisal System
(QAS).? The QAS is a structured, standardized instrument review methodology that assists a
survey design expert in evaluating questions relative to the tasks they require of respondents,
specifically with regard to how respondents understand and respond to survey questions.” In part,
the QAS is a system that documents the question features that are likely to lead to response error.
These potential errors include errors related to comprehension, task definition, information
retrieval, judgment, and response generation. In particular, this QAS review focused on (1)
reading requirements, (2) instructions and formatting, (3) clarity of the questions and response
options, (4) knowledge/memory, and (5) response categories.

The QAS review found that most of the draft questions functioned well. The review also
identified several issues to be addressed, including the following:

e Complexity of questions: Some questions were complex and had multiple components.
The QAS reviewer advised simplifying questions where possible or dividing some
questions into more than one question.

e Order of response options: For the questions asking “how well” the doctor performed a
communication behavior, the response sets did not follow logically because the responses
were presented from negative to positive (“poor” to “excellent”). The questions seem
better suited to the response categories when the responses are reversed (i.e., positive to
negative).

e Stand-alone items: Some items were broad and may be difficult to interpret if they stand
alone (vs. reference or linked to other questions). For example, in some questions it was

11
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unclear whether the respondent should answer in terms of their general health care or in
the context of cancer treatment specifically.

e Don’t know/not applicable: Some questions that appear to be subjective and all
respondents should be able to answer included a “don’t know” option. Some questions
that may not apply to all respondents did not include a “not applicable” response option.
The reviewer advised reviewing the questions to determine which ones require “don’t
know” and “not applicable” response options.

e Use of “cancer” and “cancer care”: Some questions specified “cancer care,” while
others specified “cancer.” The reviewer advised reviewing the questions to determine if
these terms are used consistently. It may be necessary to include an introduction that
explains the distinction between questions that ask about cancer versus cancer care.

e Use of parenthetical wording: The use of parenthetical wording was not consistent and
may be confusing to respondents. Also, the use of parenthetical worded contributed to the
complexity of some questions. In some cases, parenthetical wording described an
example, yet in other cases it was in addition to the preceding wording.

Item Set for Cognitive Testing

We revised items as appropriate based on QAS review with a focus on reducing
complexity—as far as possible given the complex nature of some of the measurement domains
and communication behaviors; standardizing the use of terms; clarifying broad questions; and
ensuring that response options are appropriate for the questions. We formatted the revised items
into a survey format for cognitive testing. We grouped the items into sets having a common topic
and question stem, added introductions, and standardized the questions to use a limited number
of response options (as above).

We developed cognitive testing instruments that included probes for exploring
respondents’ understanding of the instructions and items and how they select responses (see
Appendix J).

12
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Objective 3: Cognitive Testing of PCC Items*®

Introduction

RTTI International conducted cognitive testing of draft patient-centered communication
(PCC) items as part of Phase 2 of the Advancing Measurement of Patient-Centered
Communication in Cancer Care project, a project sponsored by the National Cancer Institute
(NCI) and the Agency for Healthcare Research and Quality (AHRQ) through AHRQ’s
Developing Evidence to Inform Decisions about Effectiveness (DECIDE) I program. In Phase 1
of this project, we took steps to operationalize PCC by identifying measurement domains and
subdomains for the following six functions of PCC framework:' (1) exchanging information,

(2) fostering healing relationships, (3) recognizing and responding to emotions, (4) managing
uncertainty, (5) making decisions, and (6) enabling patient self-management (see Figure 1).

The objectives of Phase 2 were to (1) refine and finalize the conceptual model of PCC;
(2) develop measures for the key PCC constructs in the context of the PCC framework, including
creating an inventory of existing measures and creating new candidate items; (3) conduct
cognitive testing of candidate measures; and (4) create survey items for patients and guidance for
a parallel survey for health care professionals. The survey items could be used in intervention
research studies and for population-level surveillance. This report presents work conducted under
Objective 3, Cognitive Testing of PCC Measures. The purpose of the cognitive testing was to
assess whether the candidate items are understandable and adequately reflect the PCC functions
and domains. In particular, the cognitive testing addressed (1) how well participants understood
the questions, (2) participants’ consistency in interpreting questions/response options,

(3) participants’ ability to recall necessary information, (4) appropriateness of questions, and
(5) overlap among items.

We tested measures of PCC with patients who had a variety of types of cancer and who
were in various stages of the cancer care continuum. We assessed the extent to which candidate
measures are applicable and relevant across a range of clinical contexts, cancer types, and phases
of cancer care.

In the subsequent sections, we present the cognitive testing methodology, findings that
cut across multiple PCC functions and function-specific findings, and next steps in the
instrument development process.

Methodology

We tested draft PCC survey questions using cognitive interviewing methodology with
cancer patients in the Raleigh, NC, and Washington, DC, metropolitan areas. Participants were
cancer patients who were recently diagnosed, were undergoing treatment, or had recently
completed treatment. Participants were recruited by local market research firms and through
local advertising and medical referrals.

Participants were screened over the telephone to increase the diversity of participants in
terms of their phase of cancer care, type of cancer, educational level, sex, and race and ethnicity
(see Appendix K for a copy of the recruitment screener). A total of 46 patients participated in the

dPrepared by: Murrey Olmsted, Ph.D.; Katherine Treiman, Ph.D.; Douglas Rupert, M.P.H.; Susana Peinado, M.A.;
Samruddhi Thaker, Ph.D.; Lauren McCormack, Ph.D., M.S.P.H.; RTI International, Research Triangle Park, NC.
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cognitive testing process, including 25 participants in Raleigh and 21 participants in the
Washington, DC, metropolitan area. Table 4 provides an overview of participant characteristics.

Institutional Review Board Approval

All instruments used for recruitment and testing, including the recruitment screener,
recruitment flyer, consent form, and interview guides, were reviewed and approved by RTI’s
Institutional Review Board.

Interview Procedures

Given the large number of survey questions to be tested (220 total questions), we divided
the participants so that each participant tested only the questions for one function. The
crosscutting and background questions were tested together with the questions about recognizing
and responding to emotions and managing uncertainty, respectively (see Appendix M for copies

of the questions tested for each PCC function).
Table 5 presents the distribution of cognitive testing participants by function.

Table 4. Participant characteristics

Raleigh, NC Bethesda, MD Total
Total Participants 25 21 46
Cancer Type
Breast 6 (24%) 8 (38%) 14 (30%)
Colorectal — — —
Kidney/bladder 1 (4%) 1 (5%) 2 (4%)
Leukemia/lymphoma 2 (8%) 2 (10%) 4 (9%)
Lung 3 (12%) 2 (10%) 5 (11%)
Ovarian, uterine, cervical, endometrial 4 (16%) 2 (10%) 6 (13%)
Pancreatic 1 (4%) 1 (5%) 2 (4%)
Prostate 1 (4%) 2 (10%) 3 (7%)
Skin (melanoma) 1 (4%) 2 (10%) 3 (7%)
Skin (other) 1 (4%) — 1 (2%)
Testicular 1 (4%) — 1 (2%)
Other 5 (20%) 2 (10%) 7 (15%)
Cancer Phase
Recent diagnosis 8 (32%) 3 (14%) 11 (24%)
Active treatment 10 (40%) 12 (57%) 22 (48%)
Posttreatment 7 (28%) 6 (29%) 13 (28%)
Sex
Male 8 (32%) 6 (29%) 14 (30%)
Female 17 (68%) 15 (71%) 32 (70%)
Education
Less than high school — 2 (10%) 2 (4%)
High school graduate 5 (20%) 3 (14%) 8 (17%)
Some college 8 (32%) 4 (19%) 12 (26%)
Associate’s degree 2 (8%) 7 (33%) 9 (20%)
Bachelor’'s degree 9 (36%) 3 (14%) 12 (26%)
Postgraduate degree 1 (4%) 2 (10%) 3 (7%)
Ethnicity
Caucasian 17 (68%) 13 (62%) 30 (65%)
African American 7 (28%) 8 (38%) 15 (33%)
American Indian — — —
Asian 1 (4%) — 1 (2%)
Native Hawaiian — — —

E3
Percentages may exceed total because some participants had more than one type of cancer.
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Table 5. Distribution of participants and number of survey questions by function
Function Number of Participants Number of Questions

Exchanging information 9 40
Fostering healing relationships 8 37
Recognizing and responding to 7 28 (recognizing and responding to
emotions (and cross-cutting) emotions)

14 (cross-cutting)
Managing uncertainty (and 7 21 (managing uncertainty)
background) 11 (background)
Making decisions 8 37
Enabling self-management 7 32
Total 46 220

Trained RTI staff conducted the 90-minute, one-on-one cognitive testing interviews.
Before each interview, the interviewer provided the respondent with a brief overview of the
study and reviewed the informed consent document (see Appendix L for a copy of the informed
consent document). Each participant was given a copy of the informed consent to keep for their
records. The interviewer took notes during the interview and, with the participant’s consent, we
also audio-recorded the interview.

The interviewer first asked participants several background questions and then asked
them to review the questions, reading the questions aloud and using the “think aloud” method as
they responded to the questions.” Participants received $150 in appreciation of their participation.

Analysis

After the interviews, we entered findings into an analysis matrix for each PCC function,
which organizes the findings by individual question and by participant. This approach allowed us
to identify trends across participants and to develop recommendations (see Appendixes N
through T for a summary of findings for each question).

Findings

The Cross-Function Findings section below summarizes general issues and
recommendations that apply to multiple questions across one or more functions. In PCC
Function-Specific Findings, we present key findings and recommendations specific to each PCC
function. Detailed findings for individual survey questions are presented in Appendixes N
through T.

Cross-Function Findings

We identified a number of issues that cut across multiple functions. These can be
organized into two major categories—language and structural issues. Language issues have to do
with the use of terms and concepts as well as other practical issues such as the reading-level
requirements of the draft questions. Structural issues focus more on the mechanics of the
questions such as the use of standard question stems and response scales, and question
redundancy. In the following sections, we review these issues briefly and offer
recommendations.

Reference to “Main Doctor” (Vs. “Team”)
In the cognitive testing, we asked participants whom they would identify as the provider
primarily responsible for their cancer care and then instructed them to focus on this doctor when
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answering the questions. In general, participants could readily identify their “main doctor.”
Participants mentioned various factors when considering who their main doctor was, including
the doctor who provides most of their care, makes decisions, coordinates their care (e.g.,
provides referrals), diagnosed the cancer, handles prescriptions and orders tests, provides
documentation (e.g., for disability), is the specialist in their type of cancer, and is the doctor with
whom they have the best relationship. Participants identified many types of doctors as their main
doctor, including medical oncologists, gynecologists, urologists, gastroenterologists, and primary
care providers. The type of doctor varied depending on the type of cancer (e.g., gynecologists/or
gynecological oncologists for ovarian cancer, urologists for prostate cancer). Some participants
said that their main doctor changed over the course of their care as the type of treatment they
were getting changed (e.g., first surgeon and then radiation oncologist) or if they changed their
place of care.

We explored whether it would make sense to ask participants about their “cancer care
team” rather than (or in addition to) asking about their main doctor or other specific providers.
Most participants had multiple providers involved in their care; however, in many cases they did
not consider the providers to be a team. Participants perceived their providers to be a team based
on considerations such as whether they shared information, were based in the same location, and
met with each other (both formally and informally). Several participants said that their providers
“worked well enough together” but still did not consider them to be a team.

Other participants had only a single doctor involved in their care and thus stated that
asking about their cancer care team was irrelevant to their situation. Another issue with asking
about the cancer care team is that participants’ experiences varied—often markedly—depending
on the provider, so answering questions about the team as a whole would be very difficult.

We also explored whether participants thought the questions would apply to providers
beyond their main doctor. Participants frequently mentioned that a nurse or another provider had
provided information or support or played a key role in other aspects of PCC. In particular,
participants thought many of the questions about exchanging information and fostering healing
relationships were very relevant to nurses. As one participant explained, “Often the nurse is the
one giving the information. You spend more time [with] and are more open with the nurse.”

Recommendation: We recommend maintaining “main doctor” as the referent for the questions,
and including a brief set of questions in the survey instrument to identify the main doctor (e.g.,
specialist type) and the respondent’s relationship to the doctor (e.g., how long they have gone to
that doctor, frequency of visits), as in the Background QS8 through Q11. If there is interest in
assessing patients’ experiences with other providers, one approach would be for patients to select
more than one provider and answer all (or selected) questions about each provider. For example,
patients could identify the two to three providers most involved in their care or providers with
whom they have the most and least positive experiences.

Questions About “Cancer” and “Cancer Care”

The cognitive testing explored participants’ understanding of questions that asked about
“cancer” versus those that asked about “cancer care.” The findings varied regarding how well
participants distinguished between such questions. In some cases, participants perceived a pair of
questions as redundant (e.g., “How often do you and your doctor discuss...your feelings related
to cancer” and “feelings related to cancer care?”’) and, as a result, participants had difficulty
distinguishing between them. However, in other instances, participants had no difficulty
interpreting and responding to similar questions that asked about cancer and cancer care.
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Problems with using these terms occurred particularly in the questions about recognizing and
responding to emotions. It is possible that participants were responding in part to perceived
overall redundancy in the recognizing and responding to emotions questions (see Recognizing
and Responding to Emotions below).

Participants interpreted questions asking about cancer as referring to the disease or
condition itself (e.g., type, stage, severity) and questions asking about cancer care as referring to
clinical treatment and “the breadth of care.” One participant said that different emotions are
associated with cancer and cancer care. Participants preferred “cancer care” over “cancer
treatment” because cancer care was perceived as broader than just clinical treatment. Cancer care
questions were also seen as encompassing social support and quality-of-life issues.

We asked whether repeating questions that focused alternately on cancer and cancer care
created any confusion or was too repetitive. Of those probed on this issue, most said it was
appropriate to ask parallel questions about both cancer and cancer care, although many
participants felt that these questions were repetitive. However, it is important to note that outside
a cognitive testing setting in which respondents are motivated to read the questions carefully,
respondents may not perceive a distinction between questions asking about cancer versus those
asking about cancer care.

Recommendation: We recommend reviewing the domains for which it is important to ask about
both cancer and cancer care and, in some cases, deleting parallel questions. In addition, we
recommend separating questions about cancer and cancer care into subsections with
introductions to focus the respondents appropriately (e.g., “The following questions ask about
your cancer care, such as the kinds of information you were given about your cancer care and
your questions about your cancer care.”).

Relevance of Questions to Phases of Care

The questions appear to work well with patients who are in active treatment or who have
recently completed treatment. Participants who had recently been diagnosed but had not begun
their care, those who had been in treatment for a long time (e.g., successive rounds of treatment),
and those who had finished treatment sometimes found it challenging to answer these questions.
Some newly diagnosed participants had not yet made decisions, and some participants who had
received cancer care over a long period of time or had completed treatment were unsure whether
to answer questions in terms of their current experience or past care. They indicated that their
answers would vary depending on the phase of care. For example, some of the questions about
information exchange or making decisions—such as the discussion of options or how much the
physician involved a patient’s family—were more relevant earlier in their care. Later in their
care, they were on “automatic pilot” and did not need or want as much information exchange or
decision support. Similarly, some of the questions that related to discussion with and about
family (e.g., in fostering healing relationships and recognizing and responding to emotions)
depended on the phase of care. Participants said that there was greater family involvement earlier
in their care (e.g., family members were more likely to come with them for appointments). Later
in treatment or in post-treatment, participants were less likely to discuss family issues and did not
feel such discussions were as important.

These results suggest that patients perceive certain functions or domains as more or less
relevant depending on their phase of care.
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Recommendation: We recommend adding instructions stating that respondents should think
about their overall cancer care experience (“since the time you were diagnosed with cancer”)
when answering survey questions. The instructions should also acknowledge that some questions
may be more applicable to different phases of their care. Some questions could refer to specific
phases of care (e.g., “When you first started treatment...,” “After you were diagnosed...”), with
a “does not apply” option for patients who have not experienced that phase of care.

For future iterations of the survey, developing modules for patients at different phases of
care (e.g., newly diagnosed, active treatment, post-treatment) and focusing questions on their
current phase of care may be desirable.

Questions Dealing With Culture and Background

Two of the draft questions asked about culture and background: “To what extent does
your doctor ... discuss how your culture might affect how your cancer care is delivered?” (Self-
Management Q20) and “To what extent does your doctor... show interest in your background
and culture” (Fostering Healing Relationships Q13). Most participants seemed to understand the
basic concepts of these questions and how their own or others’ backgrounds could potentially
affect care. However, most participants said these questions were not relevant to their own
experience with cancer care. Further, they said it was not important to them that doctors show
interest in their culture and background.

However, two minority participants had a different view, saying that their background
and culture did play a role in both their cancer and their cancer care. In addition, these
respondents said they would answer the questions about background and culture differently.

Recommendation: Although these questions were found to be largely irrelevant to most cognitive
testing participants, we believe that these (or similar) questions merit further testing, particularly
with minority populations. In this set of interviews, primarily minority respondents indicated that
culture or background played a role in their cancer care. Questions about background and culture
might also be moved to the crosscutting questions. A brief introduction could frame the
questions as follows: “These questions ask about any discussions you may have had with your
doctor about your culture and your background. Culture refers to your language, customs, values,
and your religious and other beliefs. Background refers to your personal and family background,
such as where you live and who is in your family.”

Understanding Medical Terms and Other Literacy Issues

Medical terms were used primarily in the background questions that ask about the
patient’s diagnosis and treatment. Note that we developed and tested these background questions
to provide context for the PCC questions; however, background questions were not part of the
scope of work and, thus, were not a focus of the analysis. Briefly, some participants were
unfamiliar with treatment-related terms such as “complementary and alternative medicine” and
“targeted, biologic, and immune therapies.” However, participants were generally able to answer
these questions because they were familiar with the terms that related to their own type of cancer
and cancer care. One participant with less than a high school education had difficulty with these
terms and with understanding a number of the questions more generally; this participant also had
difficulty with the consent form, background questions, and other survey questions. The other
lower education participants were able to understand and respond to the survey questions,
although they often had to read questions multiple times before providing an answer.
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Recommendation: The specific problems and recommended solutions for problematic questions
are highlighted in the function-specific findings, as appropriate (see PCC Function-Specific
Findings).

Questions About “Family or Caregivers”

A number of questions ask about “family or caregivers,” with parallel questions in many
functions (e.g., the making decisions function includes questions about extent of discussions with
the doctor about their own involvement and their family or caregiver’s involvement in decision
making). The cognitive testing revealed several issues with asking about caregivers. First,
participants’ interpretation of “caregivers” varied quite a bit. Some participants understood
caregivers to mean professionals, including health professionals and social workers. Others
understood the term to mean family, friends, and nonprofessionals. For example, one participant
said it could be “anyone who spends a lot of time with you in the process, like a spouse or
someone else.” In response to a question about discussing “what is important to your family or
caregivers when planning your cancer care,” a few participants said they would answer
differently for family and caregiver.

In some cases, participants did not perceive questions about family or caregivers as
relevant to their situation because they did not expect or want family members involved in their
care. Family involvement was not feasible given their circumstances (e.g., due to distance from
family) for some other participants. Also, some participants considered the questions about
family to be more or less relevant depending on the phase of care (see further discussion of this
issue in Relevance of Questions to Phases of Care). For example, one participant said that
because she was then in the post-treatment phase, her family was no longer involved in any of
her care, so some questions were not relevant.

Recommendation: We recommend revising these questions to ask about family only (not
caregivers) and to provide a broad and inclusive definition of family (e.g., inclusive of extended
family, significant others/individuals who are viewed as or act in the role of family members).
Also, we recommend continuing to offer the “does not apply” option so that respondents for
whom family is not relevant know to select this option. In terms of the phase-of-care concern,
see recommendations in Relevance of Questions to Phases of Care.

Question Stems

In general, the question stems worked as intended. According to participants, in most
cases the stems fit well with the concepts addressed in the questions. However, in a number of
cases participants lost track of the stem in long blocks of items or simply missed the change from
one stem to another as they moved to a new set of questions. For example, in questions that ask,
“To what extent do you and your doctor discuss...” or “To what extent does your doctor
discuss...,” participants ignored “discuss” in the stem. For example, in fostering healing
relationships Q14 (“To what extent do you and your doctor discuss how you will work together
as a team during your cancer care?”), some respondents ignored the stem and answered in terms
of the extent to which they worked as a team with their doctor rather than the extent to which
they discussed working as a team with their doctor.

Recommendation: A variety of formatting steps can be taken to draw respondents’ attention to
question stems: adding instructions that include a reminder to pay attention to the stem; using
visual cues such as color, bolding, or arrows to draw attention to the stem; providing an example
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of the question and stem each time the question stem and associated response options change; or
using a combination of the above methods. We recommend using bold text and instructions to
draw participants’ attention to the use of stems. In addition, for question stems that include
“discuss” (e.g., “To what extent do you and your doctor discuss...”). We also recommend
moving “discuss” to the body of the question. These revisions would highlight the use of stems
without increasing the reading burden on participants, which would occur with adding example
questions.

In addition, some questions could potentially be converted to use dichotomous (yes/no)
response options to reduce the respondent burden. However, we recommend that this approach
be used on a very limited basis because it provides less information. The yes/no response tells us
only whether a communication behavior occurred but now how often, how well, or to what
extent the behavior occurred.

Recommendation: Table 6 indicates examples of items that could potentially be revised to use
the yes/no response options, or in some cases, a different five-item stem. These are for
consideration only, and we recommend making this change to only a small number of items.

Table 6. Items for potential revision

Function Items

Exchanging information 9-15

Fostering healing relationships 21-22

Recognizing and responding to emotions 7-10

Managing uncertainty la-1t (likely to work better as
yes/no vs. check if apply)

Making decisions 15-18, 24-29

Enabling self-management 18-20

Cross-cutting 1-14

Response Scales

The response scales appeared to work well with participants. Although a small number of
participants suggested some slight changes to the words used for the response options, the
majority indicated that the response options were clear and appropriately ordered, and they
matched the questions being asked. Most of the suggested changes appeared to represent
idiosyncratic preferences. For instance, one participant suggested changing the response option
“very much” (from questions that used “to what extent”) to “a bunch.”

Participants generally appeared to use the full range of response options in providing
answers to the questions, suggesting that floor and ceiling effects may not be a major issue with
the PCC items. Their explanation about how they chose answers corresponded well with the
answers chosen. These results suggest that the use of the “to what extent” stem for the majority
of questions had the intended effect of allowing participants to choose a range of responses and
not simply select all positive or negative responses. However, as noted earlier, respondents
outside a cognitive testing setting may not read the questions and response options as carefully,
and thus their responses could be distributed differently.

In a small number of cases, participants pointed out what they perceived as mismatches
between the question and the response scale. Participants could understand and respond to these
questions but felt the questions would be easier to answer with a better match between the
question and response options.
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Recommendation: We recommend making some minor revisions to some questions so
that they are more compatible with the response options.

Question Redundancy

The draft survey questions intentionally included some redundancy so that we could test
different ways of wording a question or asking the question with different stems (e.g., “how
well” and “to what extent”). For example, several questions in fostering healing relationships ask
about the doctor’s demonstration of interest in them as an individual: “To what extent does the
doctor... show that he or she cares about you as an individual person,” “show real interest in you
as an individual person, not just your illness,” “treat you as an individual,” “treat you as a person,
not just another patient,” and “try to get to know you as an individual person.”

In some cases, participants perceived questions as redundant when in fact the questions
were intended to reflect fine distinctions between related concepts. However, these distinctions
appear to be largely lost on participants who simply saw questions as redundant (e.g., “To what
extent did you and your doctor discuss... how you could be involved in your cancer care?”” and
“To what extent did you and your doctor discuss... how you would like to be involved in your
cancer care?”). In another example, many participants did not see the distinction between “How
often does your doctor... help you understand the information you need to know about your
cancer?” and “How often does your doctor... make sure you understand important information
about your cancer?” In general, some of the nuanced differences in concepts that are important
from a theoretical perspective may not be perceived as distinct or important from the patients’
perspective.

Recommendation: We recommend dropping questions that are clearly redundant if the
cognitive testing demonstrated that participants understand or prefer one question more than
another. Otherwise, we recommend retaining questions or modifying questions as needed to
clarify fine distinctions in the concepts measured. Ideally, final decisions about cutting such
questions would be based on future field testing of these questions.

PCC Function-Specific Findings

The following sections provide findings and recommendations specific to each function.

Exchanging Information

Overall, the exchanging information questions were well understood and easy to answer.
However, participants noted that some questions were more relevant to early stages of their
cancer care and less relevant later (e.g., Q1, Q2, Q32, and Q33). Specific findings and
recommendations are discussed below.

Questions 1 through 8 ask to what extent the patient and doctor discuss the patient’s concerns

and questions, how much information the patient needs, and differences of opinion or beliefs.
Two questions (Q1 and Q2) were more relevant to patients in early treatment and not as
relevant at later stages of cancer care.

Q7 and Q8 (“To what extent do you and your doctor discuss...any differences of
opinions or beliefs about your cancer/cancer care?”’) were confusing for a number of
participants, because they were not sure whether the differences of opinion referred to in
the question were between doctors or between the doctor and the patient. Since
participants also often trust their doctor to be right, this inhibits their awareness of
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differences of opinion.
Recommendation: We recommend dropping Q7 and QS.

Questions 9 through 15 ask to what extent the doctor shows an interest in the patient’s

experience, makes the patient feel comfortable asking questions and sharing information, and

listens carefully to the patient.
There were no problems in responding to Q10 regarding the extent to which their doctor
asks them to share their “cancer experience.” Participants understood this term to refer to
their “entire experience with care,” “total life,” and “both physical and emotional aspects
of having cancer.” A number of participants, however, indicated their doctor does not
directly ask about their cancer experience, but that they believe their doctor knows about
and understands their experience.

In response to Q15 (“To what extent does your doctor check to be sure he or she
understands what you say?”), some participants noted that the idea that their doctor
would check their understanding of what the patient says sounded strange, and they
thought it was not necessary for a doctor to do this. Others misunderstood the question to
be asking if doctors checked to be sure the patient understood what the doctor said.
Recommendation: We recommend dropping Q15.

Questions 16 through 31 ask how often the doctor gives them information and materials,

explains information, and checks for understanding.
Participants perceived Q20 (“How often does your doctor... give you brochures, written
information, or other materials to help you remember important information?”’) and Q21
(“How often does your doctor... give you materials—e.g., brochures, DVDs or videos,
web sites—that are helpful to you?”) as redundant. Also, participants said that their
doctor does not usually give them materials, but instead makes them aware of available
materials. Others said it was generally the nurse who gave or told them about materials.
Also, participants thought DVDs and videos were not commonly used and should not be
included as examples of materials.
Recommendation: We recommend dropping Q 20 and rewording Q21: “How often does
your doctor... give you or tell you about brochures, written information, or other
materials that are helpful to you?”

Some participants felt that Q24 (“How often does your doctor... explain information in
different ways to help you understand?”’) was clear and useful, whereas others felt that it
would involve the doctor “talking down” to them (e.g., “sounds like patient is dumb and
doesn’t get it the first time,” “refers to having to talk to you like a child”).
Recommendation: We recommend dropping Q24.

Participants noted a redundancy between Q25 (“How often does your doctor... help you
understand the information you need to know about your cancer?”) and Q27 (“How often
does your doctor... make sure you understand important information about your
cancer?”), as well as between Q26 (“How often does your doctor... help you understand
the information you need to know about your cancer care?”’) and Q28 (“How often does
your doctor... make sure you understand important information about your cancer
care?”). Participants did not perceive a difference between “helping” them understand
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and “making sure” they understand.
Recommendation: We recommend dropping Q27 and Q28.

Questions 32 through 35 ask to what extent the doctor checks to see what kinds of information
the patient wants and discusses information obtained from outside sources.
Q32 (“To what extent does your doctor... check to see what kinds of information you
would like to have about your cancer?”’) and Q33 (“To what extent does your doctor...
check to see what kinds of information you would like to have about your cancer care?”’)
were clear and easy to answer, but participants noted that these questions were more
relevant to patients in early treatment than to patients in later stages of care.

Participants did not have any difficulty understanding Q34 (“To what extent does your
doctor... understand what kinds of materials—e.g., brochures, DVDs or videos, web
sites—might be helpful for you?”) but indicated that it is problematic to ask them what
their doctor “understands” because there is no way to know this without discussing it.
They also thought this topic was redundant with Q20 and Q21.

Recommendation: We recommend dropping Q34.

Questions 36 through 38 ask about sharing difficult news. The introduction to this section is:
“Sometimes, doctors have to share difficult (or “bad”) news with cancer patients.”
Most participants thought that the terms “difficult” and “bad” were interchangeable.
However, a few thought “bad” implied something worse than “difficult.” Generally
participants thought it was helpful to use both terms in the introduction.

In response to Q36 (“Has your doctor ever had to share any bad news with you about
your cancer care?”’), one participant questioned the focus on cancer care instead of cancer
in general.

Recommendation: We recommend revising to “Has your doctor ever had to share any
bad news with you about your cancer?”

Questions 39 and 40 ask how well the doctor does with sharing bad news.

Participants interpreted Q39 (“How well does your doctor share bad news... in the way
that is right for you?”) in various ways, and several thought it sounded strange and was
unclear. Interpretations of “right for you” included the setting (e.g., in person or on the
telephone), considers “how I like to receive news,” whether doctor was rushed, and how
sensitive the doctor was.

Recommendation: We recommend dropping this question.

Fostering Healing Relationships

Overall, participants thought the questions in this function asked about important aspects
of their relationships with their doctors. In this section, we discuss specific findings and
recommendations.

Questions 1 through 13 ask to what extent the doctor treats a patient as an individual, shows

caring and commitment, and shows interest in the patient’s background and culture.
Participants found most of these questions clear and easy to answer, although they noted
redundancy across some of the questions, especially the questions about whether the
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doctor treats them as an individual (Q1, Q2, Q3, Q6, Q7). All of these questions
performed well, and there were no consistent preferences for one question over another.
Recommendation: We recommend dropping one or more of these questions. Although
the cognitive testing findings do not provide clear evidence for recommending one
question over the other, we suggest dropping Q9 (“To what extent does your doctor...
show that he or she cares about your family?”’) because of the finding that patients
consider attention to family as a somewhat lower priority (see Questions About “Family
or Caregivers”). We also suggest dropping Q6 (“To what extent does your doctor... treat
you as an individual?”) because of the overlap with Q7, which is more detailed (“To what
extent does your doctor... treat you as a person, not just another patient?”).

Q11 asks whether the doctor shows “commitment to your cancer care.” Participants’
interpretation of commitment to care varied (e.g., “being there,” responsive, taking care
of what needs to be done, caring), and none mentioned commitment to ongoing care or
nonabandonment.

Recommendation: If there is interest in capturing this subdomain, we recommend adding
a question to ask specifically about respondents’ perceptions of the doctor’s commitment
to their ongoing care.

Q13 asks “To what extent the doctor... shows interest in your background and culture?”
Recommendation: We recommend further testing of questions related to culture and
background (as discussed in Questions Dealing With Culture and Background).

Questions 14 through 20 ask to what extent patients discussed roles with the doctor and what

the patient’s and family/caregiver’s involvement in cancer care with the doctor was.
Several participants ignored the question stem—*“To what extent do you and your doctor
discuss...”—and were confused by the question (Q15) or answered in terms of their
preferences for involvement (Q16 through Q18) or for family involvement (Q19 through
20) rather than whether they discussed these preferences with their doctor.
Recommendation: As discussed in Question Stems, use formatting techniques to
highlight the stem.

Participants had difficulty differentiating questions that asked about how they “would

like to be involved” (Q16) and how they “could be involved” (Q17) in their cancer care;
similarly, they had difficulty differentiating questions about how their family/caregiver
“would like to” versus “could be” involved.

Recommendation: Although these questions were intended to measure distinct constructs,
participants were unable to grasp the difference. As a result, we recommend dropping
Q17 (“To what extent did you and your doctor discuss how you could be involved in your
cancer care?”) and Q20 (“To what extent did you and your doctor discuss how your
family [or caregivers] could be involved in your cancer care?”).

Questions 21 through 27 ask about openness and honesty in communication and whether the
doctor shares information in a way patients prefer.
Several participants had difficulty with Q21 (“To what extent do you and your doctor...
discuss the importance of open and honest communication?”) because they felt openness
and honesty were assumed and did not need to be discussed.
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Recommendation: We recommend revising to “To what extent does your doctor
encourage you to share information openly and honestly?”

Some participants also had difficulty with Q22 (“To what extent do you and your
doctor... have open and honest communication, including differences of opinion?”’)
because they had not experienced differences of opinion, yet felt they had open and
honest communication.

Recommendation: We recommend deleting “differences of opinion” in this question so
that question reads: “To what extent do you and your doctor have open and honest
communication?”” A separate question could ask specifically about differences of opinion:
“To what extent do you and your doctor discuss any differences of opinion openly and
honestly?” (Participants could select “NA” if they have not experienced differences of
opinion.)

Some participants had difficulty understanding Q24 (“To what extent do you and your
doctor... share information in a way that you prefer?”’) and Q26 (“To what extent do you
and your doctor... share information with your family (or caregiver) in a way that you
prefer?”). They were unsure how to interpret “in a way that you prefer,” and several
participants ignored this phrase.

Recommendation: We recommend dropping Q24 and Q26.

Questions 28 through 32 ask about communication related to trust and confidence. Participants
found all of these questions easy to understand and to answer.
The only concern was redundancy between Q30 (“To what extent does your doctor talk
to you in a way that makes you... feel confident in his or her ability to meet your cancer
care needs?”’) and Q31 (“To what extent does your doctor talk to you in a way that makes
you... trust in her or her ability to provide you with the care you need?”). There was no
preference for either question.
Recommendation: We recommend dropping Q30 because it is more complex. Consider
rewording Q31 to use a different stem.

Questions 33 and 34 ask about the doctor’s communication with other health care providers.
These questions overlap with items in the crosscutting domains (Crosscutting Q13 and
Q14).
Recommendation: We recommend moving questions to the crosscutting domains (see
discussion of these and related questions in Crosscutting).

Questions 35 through 35b ask about communication about any medical mistakes or errors. This
situation is likely to be rare, so for a surveillance survey, these questions may not be appropriate.
Generally participants understood the terms “medical mistakes or errors,” although one
was unsure about including hospital-acquired infections and another about “minor”
errors.
Recommendation: We recommend adding a user-friendly definition of medical mistakes
Or errors.

Several participants missed the skip instructions and tried to answer Q35a (“Did your
doctor discuss the medical mistakes or errors with you?”’) and Q35b (“How well did your
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discuss the medical mistakes or errors with you?”’), even though they had not experienced
any medical mistakes or errors.

Recommendation: We recommend highlighting the skip instructions (e.g., formatting
changes or other visual cues) to draw participants’ attention to them.

Recognizing and Responding to Emotions

Overall, participants perceived the questions about recognizing and responding to
emotions as clear and addressing important aspects of cancer care. Participants noted some
redundancy across questions in this function. Participants also consistently noted that the
questions about involvement of family or caregivers (e.g., Q12, Q16, Q27) were relevant to the
early stages of cancer care but were not relevant in later stages.

In addition, some participants were confused about the meaning of “cancer care” in the
context of this PCC function. Specifically, they had difficulty making a distinction between some
of the questions that asked about cancer versus those asked about cancer care. When probed,
participants initially identified a difference between cancer and cancer care, but there was quite a
bit of variation in definitions. For example, one participant thought that Q5 (which asked about
cancer care) was the same as Q4 (which asked about cancer). Also three participants thought
Q25 (“To what extent does your doctor help you think about ways to deal with stress related to
cancer care?”’) was the same as Q24 (“To what extent does your doctor help you think about
ways to deal with stress related to cancer?”’). (See additional discussion of these terms in
Questions About “Cancer” and “Cancer Care.”)

Additional specific findings and recommendations are discussed in the following
paragraphs:

Questions 1 through 6 ask about the frequency of communication between the doctor and
patient about coping and feelings related to cancer and cancer care.
Regarding Q1 and Q2 (“How often do you and your doctor discuss... how you are coping
with your cancer/cancer care?”’), most participants agreed that adding “coping
emotionally” made the question clearer because, as one participant pointed out, “there are
a lot of things you could cope with.”
Recommendation: We recommend revising Q1 and Q2 to “How often do you and your
doctor discuss... how you are coping emotionally with your cancer/cancer care?”

Questions 7 through 28 ask to what extent the doctor shows awareness of and concern for the
patient’s feelings and helps the patient cope with his or her feelings.
Participants had no problem with the phrase “seem to know,” which was included in Q8
through Q10 (e.g., “seem to know if you are feeling sad and blue”). They generally
thought the phrase made sense and was clear.
Recommendation: No change recommended in the use of “seem to know.”

Several participants felt that Q9 (“To what extent does your doctor... seem to know how
you are coping with your cancer?’’) was repetitive; one participant thought it was the
same as Q8 (“To what extent does your doctor... seem to know if you are feeling sad or
blue?”).

Recommendation: We recommend retaining both questions because they performed well
and Q9 addresses a broader issue. In addition, Q8 deals with symptoms of depression
more directly.
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Participants also noted that Q10 (“To what extent does your doctor... seem to know how
you are coping with your cancer care?”’) was redundant and that it was similar to Q8 and
Q9. One participant interpreted Q10 as asking about the extent to which the doctor seems
to know how the patient is physically coping with his or her cancer care program, rather
than how he or she is emotionally coping.

Recommendation: We recommend dropping Q10 because it is implicitly covered by Q1
and Q2.

Several participants thought that Q15 (“To what extent does your doctor... show concern
about how you are doing emotionally?”’) was the same as Q14 (“To what extent does
your doctor... show concern for your feelings, not just your illness?”). There was no
preference for one question over another.

Recommendation: No changes are recommended.

One participant noted that Q16 (“To what extent does your doctor... show concern for
how your family or caregiver is doing emotionally?”’) was very similar to Q12 (“To what
extent does your doctor... show that he or she is aware of your family's or caregiver's
feelings?”).

Recommendation: We recommend dropping Q12 because awareness is encompassed in
“show concern.”

In response to Q21 (“To what extent does your doctor... comfort and reassure you?”),
several participants indicated that this occurred not through direct communication but by
simply seeing the doctor or by knowing they can contact the doctor whenever necessary.
Recommendation: No changes are recommended.

Several participants responded negatively to Q22 (“To what extent does your doctor...
show that he or she understands what it feels like to be in your situation?”’). They
indicated that this question was not relevant or applicable because the doctor could not
know or truly understand what it was like to be in their situation because the doctor had
not experienced it. These and other participants, therefore, answered the question in terms
of whether the doctor showed that he or she understood their experience.
Recommendation: We recommend dropping Q22.

In response to Q23 (“To what extent does your doctor... give you emotional support?”),
several participants indicated that the doctor did not provide emotional support directly
but that he or she delegated the provision of emotional support to other professionals
(e.g., though referral to a psychiatrist or psychologist) or that doctors provided emotional
support simply by spending time talking with the patient.

Recommendation: No changes are recommended; consider adding a question about
whether the doctor ensures that the patient gets emotional support from other sources.

Several participants thought Q27 (“To what extent does your doctor... help you plan to
get help—e.g., counseling, support groups, medications—to better cope with your
emotions?”’) was redundant. They noted that it was the same as Q24 (“To what extent
does your doctor... help you think about ways to deal with stress related to cancer?”’) and
Q26 (“To what extent does your doctor... tell you about support groups or treatments that
could help you deal with your emotions related to cancer and cancer care?”’). Participants
also interpreted and responded to Q27 the same way as Q26.

Recommendation: We recommend dropping Q27 because the wording is more complex
(“help you plan to get help”) than the wording in Q24 and Q26.
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Most participants viewed Q28 (“To what extent does your doctor... suggest things you
can do to cope with your concerns and fears about cancer?”’) as being redundant with Q24
(“To what extent does your doctor... help you think about ways to deal with stress related
to cancer?”).

Recommendation: We recommend dropping Q28 because it is narrower than Q24, which
covers cancer-related stress more generally.

Managing Uncertainty

The cognitive testing identified a number of challenges with the managing uncertainty
questions. We anticipated assessment challenges because of the complexity of the constructs and
because limited previous efforts have assessed this aspect of PCC. The lack of existing research
in this area was reflected in the question inventory; we identified the fewest existing candidate
questions for the managing uncertainty function (n=13).

The introduction to the managing uncertainty questions frames the questions as follows:
During medical care, there may be situations where there is not a clear answer or where doctors
and patients don’t know the answer to an important question. For example, experts sometimes
disagree about which treatment is best, or doctors cannot be sure which side effects will occur
during treatment. These types of situations can cause uncertainty for patients. Although most
participants seemed to understand the introduction and the concept of uncertainty in cancer care,
many had difficulty interpreting uncertainty in the context of specific questions.

Given the significant issues with the managing uncertainty questions, we do not present
findings and recommendations for individual questions as we did for other functions. Instead, we
discuss general findings and issues and then present several options for revising and restructuring
the managing uncertainty questions. Detailed findings for each question are presented in
Appendix Q.

Participants perceived different types of uncertainty—scientific uncertainty (e.g., “There

are some things nobody knows”) and patient uncertainty (e.g., “There are things I don’t

know but my doctor knows. And there are things that I think I know, but I’'m going to ask
my doctor just to be sure.”). Participants also said there were uncertainties that were not
very important to them or not distressing. Participants seemed to have difficulty thinking
about all these types of uncertainties and knowing which ones to consider in the context
of different questions.

Q1 (through QIT) was intended to set the stage by asking participants to think about the
types of uncertainties they had experienced over the course of their cancer care. The
question lists a wide range of uncertainties (e.g., uncertainty about prognosis, treatment
choices, where to go for treatment, health insurance coverage). Respondents understood
most of the types of uncertainties listed and also suggested several additions (see
Appendix Q for details). However, some participants checked a particular type of
uncertainty, but said it was not important to them, did not cause distress, or was easily
clarified. Another issue was that some participants checked a type of uncertainty because
they had discussed the topic with their doctor, not because they experienced it as an
uncertainty.

Some participants did not know what was meant by “sources of uncertainty” (e.g., Q5,
which asks, “How well does your doctor... identify possible sources of uncertainty in
your cancer care?). “Reasons for uncertainty” was better understood, although a few
participants had difficulty with this terminology as well (e.g., Q6).
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The questions that ask about uncertainties caused by experts not having enough
information (Q9) or having different opinions (Q10, Q11) were very difficult for
participants. For example, Q11 asks “How well does your doctor... help you understand
why experts have different opinions about your type of cancer care.” Some participants
could not process this scenario. They first had to recall an uncertainty caused by different
opinions and then recall how well their doctor explained it. Cognitively, this seemed too
demanding for some participants.

A few participants said that discussion about uncertainties occurred mostly at the time of
diagnosis or when making treatment decisions and less so at other points in their cancer
care. Because the frequency of these discussions varied, they had difficulty with
questions about how often they discussed uncertainties (Q3) or discussed their questions
about the uncertainties (Q4) with their doctor.

Participants thought some questions were not relevant to their situation, because they had
not experienced uncertainties (Q7, Q8) or not experienced certain types of uncertainties
(e.g., experts having different opinions) (Q11).

Recommendations:

We offer several possible approaches to revising the managing uncertainty questions to
address the identified issues:

Option 1. Revise Q1, which sets the stage for subsequent questions. A two-part question
could ask (1) whether patients have experienced different types of uncertainty, and (2) of the
uncertainties patients have experienced, which were of concern to them or caused anxiety/stress.
For subsequent questions, patients should be instructed to think only about the types of
uncertainties that caused anxiety or stress. The limitation of this option is that it may skip out a
sizeable proportion of respondents. Another option would be to drill down on each type of
uncertainty that participants identify as causing concern and ask whether they discussed the
uncertainty with the doctor and whether/how the discussion was helpful in terms of
understanding and coping with the uncertainty, for example. This option would be more feasible
with a Web-based survey than with a paper-and-pencil survey.

Option 2. Seek ways to categorize different types of uncertainty and ask about each type
separately. The taxonomy of uncertainty developed by Han and colleagues (2010)° can be
helpful in thinking about ways to categorize items in the managing uncertainty function. This
taxonomy specifies two dimensions of uncertainty: sources (or type) of uncertainty and issues (or
domain) of uncertainty.

Sources of uncertainty:

probability of something occurring (e.g., positive outcome of treatment), in which

uncertainty pertains to the indeterminacy of future outcomes;

ambiguity, which occurs when there is expert disagreement or insufficient scientific
evidence; and

complexity of the phenomena (e.g. probabilities of different outcomes vary according to
multiple factors).
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Issues of uncertainty:

scientific uncertainty (lack of evidence, conflicting evidence, experts disagree), which
could potentially apply to scientific uncertainty about the diagnosis, prognosis, causal
explanations, and treatment recommendations;

practical uncertainty, which applies to the structures and processes of care, including
uncertainty about the competence of one’s physician, the quality of care one can expect
to received, or the responsibility and procedures one must undertake to access care; and

personal uncertainty, which pertains to psychosocial and existential issues including the
effects of one’s illness or treatment on one’s goals or outlook on life, on one’s personal
relationships, the welfare of loved ones, or one’s sense of meaning in life.

Items could be grouped by categories of uncertainty with an introduction describing the
category and some illustrative examples. A screener question could assess whether the
participant has experienced this category of uncertainty. If they have, subsequent questions
would ask about discussions with the doctor, how well the doctor explained the uncertainty, and
whether the doctor helped in coping.

Option 3. Another option would be to eliminate managing uncertainty as a unique function
and move some of the better-performing questions to other functions, particularly exchanging
information and recognizing and responding to emotions. In addition, some questions could be
added to the other functions focusing on relevant aspects of uncertainty. Such items would often
be context-specific, however, and thus might not apply to all respondents. For example:
One or more of the questions about whether the doctor informed the patient about and
discussed uncertainties (Q2, Q3, Q4) and explained uncertainty (Q5 through Q11) could
be included in exchanging information.

One or more of the questions about how the doctor responded to emotions and feelings
about uncertainty (Q12), helped with coping (Q14), and provided comfort and
reassurance about uncertainty (Q18) could be moved to recognizing and responding to
emotions.

Additional items about uncertainty related to making decisions, for example, focusing on
uncertainty about risks and benefits and outcomes of different choices. Add items about
uncertainty related to self-management, for example uncertainties about the cancer care
plan and what will happen next.

A disadvantage of this approach is that the concept of uncertainty would have to be
introduced at more than one point in the survey. However, it is possible that the questions could
be revised to avoid use of the term “uncertainty” (a high literacy—level term) and instead use
wording such as “things you are unsure about.”

Making Decisions

One general issue with these questions was that some participants said they had not had
any choices in their care (e.g., there was only one treatment option) so they did not perceive that
decisions were made. As a result, they were unclear how to answer some of the questions and did
not seem to consider choosing the “does not apply” response option. Participants may be more
likely to select “does not apply” if completing the survey on their own; in the cognitive testing
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setting, participants may try to select an answer to be helpful to the researcher.”® It also appeared
that patients interpreted the questions to refer only to “big” decisions, for example, decisions
about distinct treatment choices (e.g., surgery vs. chemotherapy) and did not consider other types
of decisions (e.g., watchful waiting, timing or location for treatments, options for dealing with
side effects). We recommend revising the introduction to clarify that the questions apply to
different types of decisions.

We discuss additional specific findings and recommendations in the following
paragraphs:

Questions 1 through 8 ask to what extent the doctor and patient discuss preferences for
involvement in decision making, considerations in making decisions, and the doctor’s
recommendation.
Q3 and Q4 probed reactions to “what matters most to you (or to family/caregiver)” versus
“what is important to you (or to family/caregiver)” in making decisions about cancer
care. Respondents understood the two versions to mean the same thing, and there was
some preference for “what is important to you.”
Recommendation: We recommend revising the questions to use “what is important to
you.”

Q6 and Q7, which ask “how different treatment choices would affect you (or
family/caregiver),” were problematic for some participants because, as noted previously,
they did not have treatment choices. In addition, some participants thought what matters
most to “family or caregivers” (Q7) was not a priority topic for discussion with their
doctor.

Recommendation: We recommend dropping Q7 because attention to effects on family is
a lower priority.

Questions 9 through 18 ask to what extent the doctor makes it clear when there are decisions to
be made, explains the choices, and shares information to help in making decisions.
In Q9, we probed understanding and preference for “make it clear there are decisions to
be made” versus “decisions to make.” There was some preference for “decisions to
make.”
Recommendation: We recommend revising to “decisions to make.”

Some participants had difficulty with Q10 (“explain the different choices in your care”)
because they did not have (or did not perceive they had) any choices.
Recommendation: As stated previously, we recommend revising the introduction.

Most participants interpreted Q11 (“explain the advantages and disadvantages™) and Q12
(“explain the risks and benefits’) to mean the same thing. There was some preference for

Ql2.

Recommendation: We recommend dropping Q11.

In Q16, we probed “things to think about that help you make decisions” versus “things to
consider.” There was preference for “things to consider.”
Recommendation: We recommend revising to “things to consider.”

Q18 asks whether the doctor shares materials to help make decisions. Two participants
found the parenthetic examples of materials in the middle of the sentence difficult to
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follow.
Recommendation: We recommend moving the parenthetical examples to the end.

Questions 19 through 23 ask how well the doctor answers questions and explains different
choices and his/her recommendation.
Some participants had difficulty with Q19 (“explain the different choices in your care”)
because they did not have (or perceive they had) any choices.
Recommendation: As stated previously, we recommend revising the introduction.

Most participants interpreted Q21 (“explain the advantages and disadvantages”) and Q22
(“explain the risks and benefits”) to be redundant with other questions (Q11 and Q12 ask
to what extent the doctor did these things). Also, they thought the questions did not need
to specify “before making decisions about your care” because that could be assumed.
There was some preference for Q22.

Recommendation: We recommend dropping Q21.

Questions 24 through 32 ask about discussions after making decisions.
Q26 and Q27 ask to what extent the doctor checked for understanding about “what the
decision will mean for you” (or for your family/caregiver). Q30 and Q31 ask to what
extent patients and their doctor discuss “what the decision will mean for you” (or your
family/caregiver). Several participants were unsure how to interpret “what the decision
will mean,” (e.g., whether it referred to effectiveness, side effects, or “existential
meaning”).
Recommendation: We recommend dropping Q26, Q27, Q30, and Q31.
Q32 asks whether they discussed any possible problems carrying out the decision. Most
participants found this question confusing and/or not relevant; several said it did not
make sense because they did not need to do much to carry out the decision (e.g., “simply
had to show up,” for example, for surgery or radiation). They thought it would be
relevant if they had to do things on their own.
Recommendation: We recommend dropping Q32.

Questions 33 through 37 ask about patients’ discussions with their doctor after they have
carried out decisions.
Q36 asks to what extent they discussed any problems they had carrying out the decision.
As noted for Q32, some participants thought this question was not relevant because the
decision did not require them to do anything on their own.
Recommendation: We recommend dropping Q36.

Q37 asks to what extent they discussed making any changes to the decision. Several
participants said the question was not relevant because they did not have options.
Recommendation: We recommend dropping Q37.

Enabling Self-Management

The introduction to the enabling self-management questions frames the questions as
follows: These questions focus on how you and your doctor talk about managing your cancer,
your treatment, and your health, especially between visits to the doctor.
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A number of the questions asked about “family and caregivers” (Q3, Q4, Q6, Q11, Q14).
As discussed previously, we recommend providing a definition of family and deleting the
reference to caregivers (see further discussion of this issue in Questions About “Family or
Caregivers”™). To illustrate the need to define family, one participant excluded his wife in
response to a question about discussion of how cancer is affecting the family’s everyday life
(Q3) because his wife is part of the health care visit. He interpreted the question as referring to
other family members.

The term “cancer care plan,” used in a number of questions (Q8, Q12, Q13, Q14), was
confusing to some participants and was interpreted in a variety of ways. We recommend revising
the wording to “plans for your cancer care.”

Other specific findings and recommendations are discussed below:

Questions 1 through 14 ask about discussions with the doctor about how cancer is affecting
their life, preferences and what is important to them in planning their cancer care, and
discussions about their cancer care plan.
QI asks “To what extent do you and your doctor discuss... how cancer is affecting your
everyday life” and Q3 asks “how cancer is affecting your family’s everyday life.” One
participant was not sure if the question referred to her cancer.
Recommendation: We recommend changing these questions to refer to “your cancer.”

Several participants had difficulty with Q6, which asks about discussions about “what is
important to your family or caregivers when planning your cancer care.” Two
participants interpreted the question as asking about what is important to family and
family preferences, not addressing whether they discussed this with the doctor (in part,
this is an issue of ignoring the question stem). Another participant said he would answer
differently about family and caregivers.

Recommendation: We recommend dropping Q6.

Two participants had difficulty with Q7 which asks about discussion of “your ideas and
preferences” when planning care. One participant said he does not have any ideas, but
“just does what the doctor tells him.” Another thought the question should ask about
preferences only.

Recommendation: We recommend changing to “your preferences” (drop “ideas’).

Several participants said Q8 (“To what extent does your doctor... let you know when it’s
time to change your cancer care plan?”’) was not relevant to them. One participant
thought “let you know” sounded condescending.

Recommendation: We recommend dropping Q8.

Q12 and Q13 both ask about discussion with doctor about any problems following the
cancer care plan. Q12 was better understood.

Recommendation: We recommend dropping Q13 and revising Q12 to use “plans for your
cancer care.”

Participants had difficulty following Q14 (to what extent does your doctor discuss how
your family or caregiver can make it easier for you to follow your cancer care plan?).
They were unsure who the discussion was with (doctor and patient or doctor and family?)
Recommendation: We recommend dropping Q14.
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Questions 15 through 20 ask about coordination of care, including whether the doctor explain
next steps.

Q16 and Q17 ask about coordination with other health care providers. These are very
repetitive with several crosscutting and fostering healing relationships questions (see
Crosscutting).

Recommendation: See the recommendation about consolidating these questions
(Crosscutting).

Q20 asks “To what extent does your doctor... discuss how your culture might affect how
your cancer care is delivered.” As discussed previously (see Questions Dealing With
Culture and Background), multiple respondents said that culture was not relevant to their
cancer care.

Recommendation: We recommend further testing of questions related to culture and
background (as discussed in Questions Dealing With Culture and Background).

Questions 21 through 22 ask about assistance from doctor in identifying resources for self-
management.

Q22 asks about doctor’s assistance in findings resources (e.g., help with transportation,
cost of medicine). One participant said these examples do not apply because he is
insured.

Recommendation: We recommend dropping Q22 because it is too heavily focused on
financial/insurance-related issues. Other types of assistance are addressed in other
questions.

Questions 23 through 32 ask about discussions with the doctor about managing their own

health.

Q24 and Q30 are very similar; Q24 asks to what extent they discuss “changes you can
make to take better care of your health (such as diet, exercise, dealing with stress.” Q30
asks how often they discuss “ways to manage you own health (such as diet, exercise,
dealing with stress).” Q31 is redundant with Q30 (how often discuss “ideas for managing
your own health*). Several participants preferred Q30.

Recommendation: We recommend dropping Q24 and Q31.

Crosscutting

The crosscutting questions ask about how the doctor communicates (e.g., listening,

showing respect) and about roles and responsibilities. These questions worked well overall, and
we identified only the following issues:

Questions 13 and 14 ask about how the doctor seems to coordinate and communicate with other
health care providers.

Q14 asks to what extent the doctor “seems to work with other health care providers
involved in your cancer care.” Two participants thought this question was redundant with
Q13, which asks to what extent the doctor “seems to communicate with other healthcare
providers so that they are up-to-date with test results and the cancer care you receive.” As
noted in Fostering Healing Relationships and Enabling Self-Management, very similar
questions were also tested as part of the fostering healing relationships (Q33 and Q34)
and self-management (Q16 and Q17) functions; these questions should be considered
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together with the cross-cutting questions.

Recommendation: All of the questions performed well, but they are highly overlapping.
We recommend dropping Q13 because it is narrower than Q14. We also recommend
considering dropping fostering healing relationships Q33 and enabling self-management
Q16 and Q17.

Background

Participants answered a set of background questions to provide context for their
responses to the PCC questions. These questions ask about their cancer diagnosis and treatment
and about their main doctor. Testing these questions was not part of the scope of work and thus
was not our primary focus, However, we did identify several issues of interest:

Questions 1 through 4 ask about their cancer diagnosis and treatment.
Q2 asks what type(s) of cancer they have been diagnosed with and some participants had
types not listed (head/neck, ovarian, cervical).
Recommendation: We recommend adding more cancer types (based on prevalence).

Q3 asks about treatment status. Participants who had surgery were confused about how to
answer because they did not consider surgery to be “treatment.”

Recommendation: We recommend adding an introduction stating that there are different
types of cancer treatment, including surgery.

Q4 asks what type(s) of treatment they have received. Some participants were confused
(or, in one case, insulted) because the instructions say not to consider a biopsy as
treatment: “It hurt and I have the scar to provide it” or “they still cut you.” Some
participants were unfamiliar with some of the treatment types (complementary or
alternative medicine; targeted, biologic, and immune therapies).

Recommendation: We recommend revising the surgery response option to read “do not
include biopsy or insertion of medication ports” (rather than “do not consider biopsy or
insertion of medication ports to be surgery”).

Questions 8 through 11 ask about their main doctor and frequency of visits.
Most participants could identify their main doctor’s specialty area (Q8); one was unsure
of the difference between a medical oncologist and a radiation oncologist; others
suggested additional specialists to include.
Recommendation: We recommend adding gynecologist/gynecological oncologist,
surgical oncologist.

Some participants had difficulty answering Q11 about how many times they saw their
main doctor in the last 12 months. Several were unsure whether and how to count contact
with their doctor while hospitalized. Also, two participants calculated their answer in
terms of number of visits per month (e.g., 2 times/month), and one had difficulty
converting that to the response options.

Recommendation: We recommend considering adding instructions to count both
inpatient and outpatient visits with the doctor and how to count inpatient visits. We also
recommend revising response options to include a higher number of visits (up to 20 or
more Visits).
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Next Steps

Overall, the cognitive testing findings suggest that the PCC questions functioned well.
The cancer patients who participated in the testing were generally able to understand the
questions, apply them to their own experiences, and use the response scales to choose an
appropriate answer. Furthermore, many participants reflected that the questions measured
important aspects of their interactions with cancer care providers and, in some cases, made them
realize how their care could have been improved. One patient commented, “The questions are
amazing because you realize what you didn’t get.”

We identified issues with specific questions (e.g., issues related to wording, structure,
perceived redundancy, and personal relevance) and also several general issues that should be
addressed. Based on these findings, the next step is to revise specific questions, drop other
questions, and make other revisions (e.g., to introductory text) as appropriate. In doing so, we
recommend paying attention to the considerations discussed in the sections that follow.

Formatting the Survey

We developed a survey format for the cognitive interviews in which questions were
grouped into blocks of items that dealt with related concepts (e.g., blocks of questions about
openness/honesty or attention to emotions). We recommend retaining this approach for the final
survey because it aids respondent comprehension. The format presents a common stem with a
series of individual items listed under each stem, and all items in the block use a common
response scale. It helps to reduce the reading requirements and burden on respondents of having
to read the same stem repeatedly. Another advantage of this approach is that researchers can
insert one or more blocks of items as relevant in survey instruments.

However, we also recommended some formatting changes to draw respondents’ attention
to question stems, specifically using bold text. In addition, for some items key words from the
stem (e.g., “discuss”) may be moved to the body of the question (see Question Stems).

Addressing Redundancy Across Survey Items

By design, we tested different versions of some questions, resulting in the appearance in
some redundant or overlapping items. Although redundancy in items is anticipated at the item
development stage, redundancy in actual surveys can frustrate respondents, resulting in both item
and unit nonresponse. We provide recommendations about questions to drop or to consider
dropping based on the cognitive testing findings. However, we recommend retaining some level
of redundancy for the next stage of field testing. Ideally, final decisions about culling items
would be made based on field testing results.

Conducting Additional Formative Research and Cognitive Testing

The cognitive interviews point to the need for additional formative research in a few
areas. In particular, additional formative research is needed to gain a better understanding of how
patients view uncertainty in the context of their cancer care (e.g., whether they perceive different
categories of uncertainty that could frame the questions) and determine the best approach to
revising the managing uncertainty questions. We suggested several alternative strategies for
handling this PCC function in the final survey (see Managing Uncertainty). Because significant
revisions are required, an additional round of cognitive testing will be needed to understand how
the questions perform. For the making decisions questions, additional cognitive testing would
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also be useful to assess whether a revised introduction is effective in directing respondents to
think about the full range of decisions involved in cancer care, not just the “big” decisions (see
Making Decisions). Finally, we recommend additional cognitive testing to test questions about
background and culture, specifically to assess whether patients perceive these questions as
personally relevant and important. For these items, cognitive testing with minority patients will
be particularly important (see Questions Dealing With Culture and Background).

Planning for Field Testing

Although cognitive interviews are valuable in identifying possible problems with survey
items, because of the qualitative nature of the data collected, they do not indicate how well
questions will work on the final version of the survey. Thus, we recommend field testing the
revised items with diverse groups from different care settings. Data from large-scale field testing
can then be subjected to psychometric analyses to assess how well individual questions and
scales function to measure PCC in cancer care. Based on these data, additional modifications can
be made such as dropping unreliable or poorly functioning items, combining scales, and
implementing other measures that may be necessary. In addition to evaluating the psychometric
properties of the items, field testing should also examine possible differences in demographic
characteristics that may affect how participants respond. For instance, the type of cancer and
phase of cancer care may have a significant impact on the way patients respond to questions—
particularly with regard to discussions about treatment options and other decisions, family
involvement, and dealing with uncertainty. Furthermore, field testing can address whether gender
and other demographic characteristics, cancer care setting, and other factors influence responses.

Draft PCC Survey ltems

The draft PCC items are included in Appendix V. The items reflect the findings from the
cognitive testing. Further cognitive testing and field testing with diverse patient populations are
needed to finalize a set of PCC patient survey items.
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Objective 4: Considerations for Developing a
Physician Survey To Assess PCC®

Background

In 2007, RTI International began work on Advancing Measurement of Patient-Centered
Communication in Cancer Care, a project sponsored by the National Cancer Institute (NCI) and
the Agency for Healthcare Research and Quality (AHRQ). As part of an initiative on patient-
centered communication (PCC), NCI developed a conceptual model (Figure 1) that defines six
functions of PCC: fostering healing relationships, exchanging information, making decisions,
enabling patient self-management, managing uncertainty, and recognizing and responding to
emotions.'

In Phase 1 of the project, we developed a comprehensive inventory of measurement
domains and subdomains, aligned with the PCC functions as presented in the conceptual model,
by reviewing relevant literature, consulting experts, and conducting a small qualitative study
involving patient interviews.’” In Phase 2 of the project, we developed and tested PCC items for a
patient survey. The measurement development process involved multiple steps, including
inventorying existing survey and other measurement instruments, identifying candidate items
that could be used or adapted for a patient survey, identifying gaps in the existing item pool and
developing new items, and testing items with cancer patients using a cognitive interviewing
approach.'!!

Overall, the project focused on the development of survey questions for patients.
However, assessment from the physician perspective also is essential for a comprehensive
understanding of PCC in cancer care. This report provides guidance and discusses the future
development of questions for a physician survey. More specifically, it discusses the goals and
framework for a physician survey, the rationale for focusing initially on physicians (vs. other
health care professionals), the frame of reference, and the roadmap for instrument development.

Goals and Framework for the Physician Survey

The goals and framework for a physician survey parallel those for the patient survey,
including the following:

e Survey purposes. The survey could be used for a number of purposes, including quality
assessment, population surveillance, intervention research, and training evaluation. For
quality assessment or other purposes, a physician survey could be used in conjunction
with a patient survey to obtain a comprehensive assessment of PCC from both the patient
and physician perspectives.

e PCC conceptual model as framework. The survey would be based on the NCI
conceptual model of PCC and survey questions would assess the six PCC functions.
Overall, we anticipate that the measurement domains and subdomains as developed for
the patient survey would also apply to the physician survey, although potentially there
could be modifications. We anticipate that many of the questions developed for the
patient survey could be adapted to assess PCC from the physician perspective (see
attached sample PCC items).

ePrepared by: Katherine Treiman, Ph.D., M.P.H.; Murrey G. Olmsted, Ph.D.; Eric Nadler, M.D.; Lauren
McCormack, Ph.D., M.S.P.H.; RTI International, Research Triangle Park, NC.
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e Applicable for different health care settings. Survey items should be applicable for
physicians with different specialties who provide cancer care in a range of healthcare
settings from small private practices to multispecialty practices, community cancer
centers, and academic cancer centers. As discussed below, a physician survey also could
be adapted for other health care professionals (see Focus on Physicians Versus Other
Health Care Professionals).

Considerations in Developing a Physician Survey

Focus on Physicians Versus Other Health Care Professionals

Cancer care is provided by a range of health care professionals, including different
physician specialties—such as medical oncologists, radiation oncologists, surgeons,
obstetricians/ gynecologists, and urologists—as well as primary care physicians. Our research
with cancer patients found that patients identify different types of physicians as their “main
doctor,” depending on their type of cancer, type(s) of treatment, and other factors. In some cases,
who patients consider to be their main doctor may change over the course of care (e.g., from
surgeon to medical oncologist)."' Other clinicians and healthcare professionals also play key
roles in cancer care, including nurse practitioners, physician assistants, clinical nurses, infusion
nurses, floor nurses on oncology wards, dieticians, physical therapists, patient navigators,
chaplains, and social workers. As a first step, we recommend developing a survey targeting
physicians. Items could then be adapted for other healthcare professionals, such as nurse
practitioners, physician assistants and advanced clinical nurses, and also potentially for other
members of the cancer care team.

Another important consideration in developing a physician survey is that, depending on
the physician’s specialty, he or she may see cancer patients exclusively or a mix of cancer and
non-cancer patients. For example, a solid tumor oncologist may only see cancer patients,
whereas a gastroenterologist may only see a few cancer patients in his or her practice. It will be
important to introduce and frame questions so that respondents consider cancer patients only in
their responses. Also, in the formative research and cognitive testing of survey questions, it will
be important to explore whether and how physicians are able to focus on cancer patients
specifically in selecting their answers.

Roles and Responsibilities of the Cancer Care Team

Physicians and other members of the cancer care team can play different roles in
communicating with patients and family members. In some instances, physicians may consider it
their role to “do it all”—that is, play the lead role for all aspects of PCC. In other situations,
physicians may be part of a larger team and may rely on nurses, patient navigators, or other
members of the care team for some aspects of communication with patients and family members.
Our research with patients found that nurses frequently play a major role in PCC, particularly in
terms of emotional support and enabling patient self-management.'

We recommend that the physician survey (and ultimately surveys for other health care
professionals) assess all aspects of PCC. Ideally, physicians should be capable and comfortable
with each of the PCC functions, even when they work as part of larger care teams in which other
healthcare professionals also play key roles in PCC. It will be helpful to include questions to
understand the context within which the physician provides treatment as well as the composition
of the care team. For example, questions could ask what types of healthcare professionals
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comprise the cancer care team and who plays the different roles in communication with patients
and family members.

Ultimately, comprehensive PCC assessment would ideally examine PCC across all
members of the cancer care team, as well as from the patient perspective. However, as noted
above, we recommend developing a survey for physicians as a first step.

Frame of Reference

When asking physicians about PCC, it is important to consider the frame of reference for
these questions because it will define the focus of the questions, the time frame, and the way in
which respondents are to answer questions. For example, questions could ask physicians about
their most recent patient encounter, patient encounters over a period of time, or more broadly
what they tend to do in general (i.e., communication behaviors in typical encounters). There are
two major framing issues to consider for the physicians survey: the time frame and specificity of
information requested.

Timeframe

Specifying the time frame is critical so that all respondents refer to a similar period of
time in responding to the questions. Many of the surveys about communication behaviors focus
on a relatively recent time frame, such as the last encounter, previous 24 hours, or the past week
(e.g., Roberts, Cox, Reintgen, et al., 1994;13 Siminoff, Graham, and Gordon, 2006;14 Street,
Voigt, Geyer, et al., 1995;1 Takayama, Yamazaki, and Katsumata, 2001 16).

There are tradeoffs to consider with using different time frames for PCC survey
questions. If questions ask about recent experiences (e.g., last patient encounter), responses may
not be typical of the physician’s communication behavior in general. However, if questions ask
about longer periods of time, there may be issues of recall bias, where the physician may indicate
that he or she has engaged in a particular behavior or addressed an issue in communication that is
either outside the time frame or simply did not occur.'”'®

Specificity of Information Requested

The second major framing consideration is the specificity of the information being
requested. Questions may be framed in terms of specific events or patients (e.g., most recent
patient encounter, specific type of patient) or can be asked in general terms. As with the
consideration of time frame, the more specific the question is, the more accurate the response
tends to be—but it may be less representative of how the clinician typically communicates in
patient encounters. Also, respondents may perceive more specific questions as difficult to answer
because they require more effort to recall. Consequently, some surveys ask how the respondent
typically handles a particular type of communication, with the understanding that the response
may not be accurate for each specific patient encounter.

Framing Questions for the Physician Survey

When thinking about how to frame the questions for the physician survey, both time
frame and specificity should be considered to ensure that the desired information is collected in a
way that is easy for respondents. Framing considerations is particularly important given that
physicians, depending on their care setting, may have a high volume of patients. Consequently,
physicians may be most likely to report their typical communication behavior with patients
overall, unless specifically directed to do otherwise.

40



Effective Health Care Program Research Report Number 39

Considering the tradeoffs of time frame and specificity, it may be best to ask questions
about a physician’s perceptions about how often, what percentage of time, or with what
proportion of patients they carry out different communication behaviors. Responses can be
Likert-type scales focused on frequency (e.g., all of the time, most of the time, etc.), the
percentage of time when seeing patients (e.g., 90—-100%, 80-90%, etc.), or the proportion of
patients (e.g., all patients, most patients, etc.). (See attached sample questions illustrating these
different response options.) It will be important to test response scales with physicians to assess
how they interpret and use them.

Ceiling Effects

Another important consideration in developing the physician survey is how to avoid or
minimize potential ceiling effects that would occur if physicians tend to rate their own
communication behaviors highly. Ceiling effects are frequently encountered in satisfaction
surveys in healthcare and consumer research, where the survey findings often result in all
healthcare professionals being very highly rated regardless of actual patient experience.'”’
Ceiling (and floor) effects are potential major problems in measurement, as survey responses
show very little variance and therefore make it difficult to demonstrate differences among
respondents as well as change over time (e.g., pre- and post-intervention).*'

The most common method of addressing ceiling effects is to use response scales and
question framing to encourage a greater variety of responses. For example, introductions and
examples provided in the survey can encourage respondents to use more of the response scale
than they would otherwise. In the patient version of the PCC survey, the introductions stated that
not all physicians do everything related to communication well and that the purpose of the
survey is to obtain patients’ honest assessment of their experience. This type of framing gives
respondents permission to provide negative ratings, which can help to minimize ceiling effects.

In addition to framing, it is also common for question writers to consider whether the
response scale provides enough variability to accurately map onto the attitudes, perceptions, and
behaviors of the respondents. For the physician survey, it will be important to offer response
scales that make sense to the respondents and provide them a wide enough range that they do not
feel that only the upper (ceiling effect) or lower (floor effect) ends of the scale fit their answers
well. In cognitive testing, it will be important to assess how respondents use the response scales;
specifically, whether they use the full range of responses.

Respondent Burden

Survey length and respondent burden are important considerations for the physician
survey. These factors, as well of mode of administration, can influence response rates and also
data quality.”* Physicians have demanding work schedules; are frequently contacted by
researchers, pharmaceutical companies, and others; and are hard to reach directly because of
gatekeepers, such as receptionists, clinical nurses, and other members of the medical team.
Consequently, response rates among physicians average about 10% lower than studies with the
general population.” Consequently, the final physician survey must balance the need for
comprehensive PCC assessment with consideration for respondent burden.

Experience from the implementation of other health care professional surveys can inform
decisions about the number of items and other factors that influence response rate (e.g., mode of
data collection, survey format).”* To minimize the survey length, we recommend reviewing the
PCC domains and subdomains for each function and identifying those that may be of lower
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priority for the physician survey. Stakeholders can provide important input on priorities for PCC
measurement (see Roadmap for Measurement Development).

Repeated Administration Effects

The process of completing the survey may raise physicians’ awareness of PCC and
prompt them to self-assess and reflect on their interactions with patients. Specifically,
respondents may reflect on their own strengths and weaknesses relative to the PCC “gold
standard,” as represented in the survey items. This phenomenon occurred with the patient survey.
For example, some patients who participated in the cognitive testing commented that the
experience made them realize what was missing in their own interactions with clinicians and
what should ideally occur in PCC."°

As aresult of completing the survey, physicians may recognize areas for improvement
and make changes in their PCC behaviors. Consequently, the process of completing the survey
could act as an intervention, influencing physicians’ PCC knowledge, awareness, and behaviors.
It will be important to take these repeated administration effects into account in research design
and data analysis.

Roadmap for Measurement Development

Given the variety of challenging issues that will affect PCC measurement from the
perspective of physicians and other clinicians, we recommend building on the work completed to
develop patient measures (e.g., as noted above, relying on the same PCC model and domain and
subdomain structure) and using a similar development process. Ideally, this process would
include the following elements:

e Expert advisory group. As in the patient survey project, we recommend establishing an
expert advisory group, involving many of the current experts for the purpose of
continuity with the current project and also possibly new members who offer expertise in
such areas as physician communication skills training and evaluation.

e Stakeholder input. This step would involve seeking input from organizations—such as
healthcare systems, insurers, medical schools, certification organizations, and education
and training organizations—that could potentially use the results of the physician PCC
survey for quality assessment, training evaluation, or other purposes. These potential
survey users could provide valuable input on priorities for measurement, mode of
administration, and considerations for survey administration with different types of
physicians and in different care settings. Various approaches could be used to obtain
stakeholder input, including interviews, meetings, and/or written input.

e Formative research. This part of the work will focus on reviewing the current PCC
framework and determining any adjustments needed to the measurement domains and
subdomains (i.e., additions, deletions, revisions) for the purpose of the physician survey.
This research could involve focus groups or qualitative interviews with physicians in
different specialties and working in a variety of care settings to gain an in-depth
understanding of the physician’s PCC experience and perspective.

e Review existing literature and instruments. This step follows the same basic process as
that used to develop the patient PCC measures. The research team would review the
literature on physician measures relevant to PCC and identify candidate measures that
have been published or used in research. An inventory of items from this literature would
be constructed that matches survey questions, observational protocols, and other forms of
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measurement with the PCC framework. The items would then be culled down to a list of
nonredundant items that cover all of the relevant domains of the PCC framework. We
included a number of physician observation and survey measures in the patient
instrument and item inventory process (e.g., Patient-Practitioner Orientation Scale, Roter
Method of Interaction Process Analysis observational scales, Cancer Consultation
Preparation Package, Facilitation of Patient Involvement Scale, and the Patient-Centered
Behavior Coding instrument) that could be used as a starting point for the inventory.

e Item writing, revision, and review. Once a pool of items has been identified from
existing instruments, they can be adapted or revised as needed to align with the PCC
functions. In areas where there are no items to address important PCC concepts, the
research team would develop new items. The final set of candidate items would then be
systematically reviewed both by subject matter experts in PCC (i.e., the expert or
advisory panel) and by survey methodologists who can evaluate whether questions
conform to best practices in writing survey items.

e Cognitive testing. After a draft set of items has been developed and reviewed, the
cognitive testing should be conducted with physicians. Cognitive testing participants
would include physicians with different specialties who are working in different care
settings. Cognitive testing would be designed to assess survey items for comprehension,
consistent interpretation across patients, ability to recall necessary information,
appropriateness, and lack of overlap.” During the cognitive interviews, the interviewer
would provide respondents with the survey and ask them to “think aloud” as they
complete it, explaining how they recall information and arrive at their answer choice.” As
with the cognitive testing conducted with patients, we expect that cognitive testing with
physicians will identify issues that will likely require revision, addition, or deletion of
items from the draft set of items.

e Field and psychometric testing. Although cognitive testing is valuable in identifying
possible problems with survey items, because it is a qualitative technique it does not
indicate how well questions will work in the context of a final survey. To address this
issue, we recommend field testing the revised items with a diverse sample of physicians
with different specialties and from different care settings. Data from large-scale field
testing can then be subjected to psychometric analyses to assess how well individual
questions and scales function to measure PCC in cancer care from the physician
perspective. Based on the results, additional modifications can be made, such as dropping
unreliable or poorly functioning items or revising scales. In addition to evaluating the
psychometric properties of the items, field testing also can be used to examine possible
differences by physician characteristics, cancer care setting, and other factors.

Ideally, the development of physician measures would follow the process outlined above
to ensure that measures address all of the important elements of PCC, frame questions in terms
that are easy to understand and are relevant to physicians, and provide high-quality data on PCC
in cancer care from the perspective of physicians. However, some steps could potentially be
streamlined, if time and/or cost constraints are present. For example, the effort required for
review of existing literature and instruments could be minimized by building on the resources
identified in the patient survey project. We strongly recommend conducting cognitive testing and
field testing to ensure the development of high-quality measures.
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Considerations for Next Steps in PCC Measurement
Development

The Advancing Measurement of Patient-Centered Communication in Cancer Care project
lays the groundwork for the assessment of patient-centered communication (PCC) in cancer care.
We used a systematic approach to develop PCC items for a patient survey, beginning by
inventorying existing survey and other measurement instruments and items. Subsequently, we
developed and tested a total of 220 items, and ultimately finalized a set of 147 candidate PCC
items. Additional steps are needed to finalize a PCC patient survey.

As detailed in Objective 3, Cognitive Testing of PCC Items, the recommended next steps
are as follows:

e Conduct additional formative research to inform the managing uncertainty items. In
the Cognitive Testing report, we detail the challenges identified with the managing
uncertainty items and recommend different approaches to structuring these items. One
approach, for example, would be to map the items to different categories of uncertainty
that are meaningful to patients.

e Conduct additional cognitive testing, especially for the managing uncertainty items, as
these will need to be revised substantially. Cognitive testing should involve patients from
different racial/ethnic minority groups, patients with lower formal education levels, and
patients receiving care in diverse cancer care settings.

e Conduct large-scale field-testing of the patient survey with diverse cancer patients and
in a variety of cancer care settings. Field testing with patients from different racial/ethnic
groups and patients with lower educational levels is particularly important. Large-scale
field testing will allow researchers to conduct psychometric assessments of the items and
scales.

e Finalize the patient survey based on the findings from large-scale field testing. It may
be desirable to develop short and long forms of the survey for different uses, such as for
intervention research, quality assessment, and population surveillance. It may also be
desirable to develop modules for different phases of care or clinical contexts (see below).

By design, we developed PCC survey questions that refer to patients’ communication
experiences generally rather than referencing specific phases of care or clinical contexts. Among
the project team and experts, considerable discussion focused on the best approach in terms of
the appropriate level of generality versus specificity for the survey questions. Ultimately, we
decided to develop more generic questions, with the idea that many of the questions could be
adapted as needed to refer to specific aspects of care. For example, questions can be reframed to
reference specific points in care by adding such language as “Thinking about when you first
learned about your cancer diagnosis...” or “Thinking about when you and your doctor were
making plans for your treatment....” Additional context-specific questions or modules also could
be incorporated into a PCC survey at a later point.

The findings from the first round of cognitive testing suggest that greater specificity
would be helpful for some of the survey items. For instance, respondents said they would answer
particular questions quite differently for different phases or aspects of their care. Also, some
respondents thought that certain questions were not relevant to their cancer care situation. We
found this most often for the questions about making decisions and managing uncertainty; some
respondents said they had not experienced any uncertainties or faced any decisions, so they were
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unsure how to answer these questions. Filtering questions would be helpful so that patients who
have not experienced a particular situation are not asked questions relevant to that situation. For
example, patients that have not experienced a transition in treatment goals would not answer
questions related to communication about that change.

Further work is needed to determine the phases of care that are meaningful from the
patient perspective, so that questions or modules can be developed that reference these phases.
The standard phases of care, as defined by the National Cancer Institute, include
prevention/screening, diagnosis, treatment, post-treatment/survivorship, and end of life.
However, these phases of care may not be intuitive or meaningful from the patient perspective.
Consequently, the project team and experts tentatively identified the following periods of the
cancer care experience as meaningful for the patient: awareness that something is wrong
(screening and diagnosis process); receiving bad news, further diagnostic testing, treatment
discussion and planning; beginning of treatment, period of active treatment, evaluation of
treatment effectiveness, and decision making; and transition in care (see Objective 1, Refine
Measurement Model). Another approach would be for some of the questions to reference specific
and discrete communication tasks or milestones that experts can agree should occur in cancer
care. These might include communication about the diagnosis and prognosis, treatment planning,
coordination of care, and transitions in treatment goals.

Additional work also is needed to develop a normative framework or “gold standard” for
the types of communication that should occur in cancer care overall and also at specific points in
care. We can assume that the relative importance of the different PCC functions and of specific
domains and subdomains within each function varies at different points in cancer care. However,
empirical data are needed to understand the patient and clinician perspectives about the relative
importance of different PCC functions over the course of care. Moreover, research is needed to
understand how PCC, and specific PCC functions, affect both shorter term and longer term
patient outcomes. Future research in different cancer care settings can explore how systems level
factors facilitate or hinder achieving these “gold standard” communication behaviors.

A subsequent phase of large-scale field testing will provide important data to help guide
the further development and refinement of the PCC measures.
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Appendix A. Objective 1: Agenda for the Expert

Advisor Meeting

Advancing Measurement of Patient-Centered Communication in Cancer Care

December 17, 2009
John M. Eisenberg Building

Agency for Healthcare Research and Quality (AHRQ) Conference Center

Watts Branch Conference Room
540 Gaither Road
Rockville, Maryland 20850

Teleconference: 1-866-642-0777
Participant Code: 9155071

8:00 a.m. Transportation from hotel to AHRQ (shuttle to leave hotel at 8:00)
8:30-9:00 a.m. Continental breakfast
9:00-9:30 a.m. Welcome and Introductions
Neeraj Arora, PhD (NCI) and Bill Lawrence, MD, MS (AHRQ)
Review Agenda, Meeting Objectives, Assumptions,
Discussion Questions and PCC Functions
Lauren McCormack, PhD, MSPH (RTI)
9:30-10:45 a.m. Present and Discuss Options for PCC Conceptual Model

Rick Street, PhD, Neeraj Arora (NCI), Ron Epstein, MD, Pam
Williams-Piehota, PhD (RTI), and Tony Back, MD

10:45-11:00 a.m.

Break

11:00 a.m.—12:00
p.m.

Discuss Clinical Contexts and other Considerations for
Focusing Measurement
Katherine Treiman, PhD (RTI) and Eric Nadler, MD

12:00-1:00 p.m. Lunch (catered)

1:00-2:15 p.m. Discuss Fundamental Measurement Issues and Challenges
RTI and Group Discussion

2:15-3:15 p.m. Finalize the PCC Conceptual Model
RTI and Group Discussion

3:15-3:30 p.m. Next Steps for Measurement: Where Do We Go from Here?

Lauren McCormack (RTI), Neeraj Arora (NCI) and Bill Lawrence
(AHRQ)
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Appendix B. Objective 1: Slides From the Expert
Advisor Meeting

Slide 1

ERI I turning knowledge into practice
INTERNATIONAL

Advancing Research Methodology for
Measuring and Monitoring Patient-Centered
Communication in Cancer Care
Expert Advisor Meeting

March 5, 2009

www.rti.org February 27, 2009
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Slide 2

Project Officers

* Neeraj Arora, PhD, NCI

* William Lawrence, MD, MS, AHRQ

: WIRTI

B-2
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Slide 3

RTI and Other Project Staff

RTI

« Lauren McCormack, PhD, MSPH, Project Director
« Katherine Treiman, PhD, Associate Project Director
» Douglas Rupert, MPH

+ Pamela Williams-Piehota, PhD

» Eric Nadler, MD, MPH, Baylor Health Care System

* Richard Street, PhD, Texas A&M

3 MR
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Slide 4

Meeting Participants

« Scientific Evaluation Group
» Expert Advisors
» Additional NC| and AHRQ Staff
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Slide 5

Meeting Objectives

« Confirm patient-centered communication
(PCC) functions and measurement domains

» Discuss priority areas for measurement

» Obtain input for next steps in measurement
development

s WIRI1

B-5



Effective Health Care Program Research Report Number 39

Slide 6

Project Update

« SEG meeting in 2008
» Selected 2 experts for each function

» Met multiple times via phone to develop
domains/subdomains

« Conducted second round of primary data
collection with cancer patients/families
— Circulated for review and revision
— Considered additional theory, literature
— Added sample items

: WIRI1
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Slide 7

Patient-Centered Communication

 Eliciting, understanding, and validating the
patient’s perspective

« Understanding patient within his/her own
psychological and social context

* Reaching shared understanding of the
problem and its treatment

 Empowering patient through meaningful
involvement in choices related to his/her
health

; WIRI1
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Slide 8

Core Functions of Patient-Centered
Communication

Responding to Exchanging
Emotions . Information

Managing Health - Making
Uncertainty . Qutcomes == Decisions

Enabling Patient Fostering Healing
Self-Management Relationships

Epstein RM, Street EL, Jr. Patient Centered Communication in Cancer Care: Promoting Healing and
Reducing Suffering. Mational Cancer Institute, MIH Publication Mo, 07-6225. Bethesda, MD, 2007.

B-8
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Slide 9
Patient-Centered Communication

Measurement Development Activities

« Conceptualize

 Consensus development

» Item development

* ltem testing

* ltem pool

» Pilot studies/intervention research

* Reduced set of items
* Wide-scale implementation
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Slide 10

Properties of Measures

Predictive: predictive of outcomes
Parsimonious: limited and simple
Reliable: perform in a consistent manner

Robust: can be used in different settings,
populations, stages of cancer care
continuum

Practical: can be implemented nationally as
part of the evolving health information
infrastructure

Theoretically based: build on existing
frameworks, theories, and literature
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Slide 11

How Patient-Centered Communication
Measures Can be Used

1. Population-based surveillance
2. Quality assessment and monitoring

3. Research and intervention studies

B-11
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Slide 12

Agenda

 How PCC fits with AHRQ’s research agenda
Update on PCC from NCI

Review each PCC function
— 3 in the morning
— 3 In the afternoon

Wrap-up
Next steps
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Slide 13

Information Exchange

« What is the best way to handle overlap with other
function?

« Do domains and subdomains work across different
settings, providers, stages in cancer care continuum,
and communication modality?

+ Which domains and subdomains are priorities for
purposes of population surveillance? Quality
assessment and monitoring?

* Are some domains/subdomains less suitable for
patient self-report? What are other methodological
considerations?

i3 WIRI1
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Slide 14

Fostering Healing Relationships

+ What is the best way to handle overlap with other
functions?

+ Do partnership-building communication behaviors (e.g.,
active listening, not interrupting) fit best in this function?

+ Do domains and subdomains work across different settings,
providers, stages in cancer care continuum, and
communication modality?

«  Which domains and subdomains are priorities for purposes
of population surveillance? Quality assessment and
monitoring?

+ Are some domains/subdomains less suitable for patient
self-report? What are other methodological considerations?

14 WIRI1
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Slide 15

Recognizing and Responding to
Emotions

What is the best way to handle overlap with other function?

Do domains adequately capture whether providers help
with emotional adjustment?

Do domains and subdomains work across different settings,
providers, stages in cancer care continuum, and
communication modality?

Which domains and subdomains are priorities for purposes
of population surveillance? Quality assessment and
monitoring?

Are some domains/subdomains less suitable for patient
self-report? What are other methodological considerations?
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Slide 16

Managing Uncertainty

What is the best way to handle overlap with other functions?

Do domains and subdomains work across different settings,
providers, stages in cancer care continuum, and
communication modality?

Which domains and subdomains are priorities for purposes of
population surveillance? Quality assessment and monitoring?

Are some domains/subdomains less suitable for patient self-
report? What are other methodological considerations are
there?

How can we assess uncertainties outside the patient—
provider relationship that can be detrimental to the
relationship?

16
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Slide 17

Making Decisions

« What is the best way to handle overlap with other functions?

+ How should implementing the decision be reflected since it
occurs outside the clinical setting?

+ Do domains/subdomains capture two-way communication?

+ Do domains and subdomains work across different settings,
providers, stages in cancer care continuum, and
communication modality?

+ Which domains and subdomains are priorities for population
surveillance? Quality assessment and monitoring?

+ Are some domains/subdomains less suitable for patient self-
report? What are other methodological considerations?

i WIRI1
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Slide 18
Enabling Self-Management and Patient

Navigation

» Does organizing framework (5 A’s and 5 R’s)
work?

* Do domains/subdomains reflect “should do,”
“how to,” and “can do” communication?

* Do domains/subdomains reflect that self-
management occurs outside the clinical
setting?

WIRI1
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Slide 19
Enabling Self-Management and Patient

Navigation (cont.)

Is separating Patient Navigation into its own function
warranted?

Do domains/subdomains reflect role of patient navigators?
Do domains and subdomains work across different

settings, providers, stages in cancer care continuum, and
communication modality?

Which domains/subdomains are priorities for population
surveillance? Quality assessment and monitoring?

Are some domains/subdomains less suitable for patient
self-report? What are other methodogical considerations?
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Slide 20

Wrap-Up of Functions

 Are functions equally important to measure or does
some take higher priority?

» How to incorporate cross-cutting domains?
— Communication related to time and setting

— Perceptions about roles of different members of
cancer care team related to each function

— Partnership-building communication behaviors
+ Measurement challenges:

— Limitations of patient self-report

— Measuring experiences over time

— Measuring experiences with multiple providers

20
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Slide 21

Next Steps

« Conceptualize

« Consensus

* ltem development

* ltem testing

* ltem pool

» Pilot studies/intervention research

* Psychometric analysis, short form
development

I .
2 WIRI1

B-21
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Slide 22

How Do We Get from Here to There?

« Who—Which populations for item testing,
pilot studies?

 What—What kinds of testing, pilot studies?

 Where—Which settings for item testing, pilot
studies?

» When—Time frame?

B-22
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Appendix C. Objective 1: Notes From the Expert
Advisor Meeting

Meeting Attendees

AHRQ RTI:

Bill Lawrence Lauren McCormack
Darren Mays Katherine Treiman

Pam Williams-Piehota
Murrey Olmsted [via telephone]

National Cancer Institute:
Neeraj Arora

Steve Clauser Project consultants
Lila Finney-Rutten Eric Nadler

Paul Han Richard Street

Brad Hesse

Expert Advisers and Scientific Evaluation Other participants:
Group (SEG) Kristen Carman, AIR
Ron Epstein

Tony Back

Kathy Mazor
Bryce Reeve

Meeting Background and Objectives

The goal of this project, sponsored by the National Cancer Institute (NCI) and the
Agency for Health Care Research and Quality (AHRQ), is to develop approaches for assessing
patient-centered communication (PCC) in the context of cancer care. In Phase I, the project team
identified measurement domains and subdomains for the PCC functions as defined in the NCI
conceptual model: (1) exchanging information, (2) fostering healing relationship, (3) recognizing
and responding to emotions, (4) managing uncertainty, (5) making decisions, and (6) enabling
patient self-management and navigation. The goal of Phase II is to refine the PCC conceptual
model; identify, develop, and test PCC measures; and create surveys for patients and providers.

The surveys will be designed for use in organizational-level quality assessment and for
population-level surveillance.

This meeting convened the project’s Scientific Evaluation Group (SEG) and Expert
Advisers to provide input for the Phase II activities. The primary objectives of the meeting were
to:

e Review and refine the patient-centered communication (PCC) conceptual model;
e Determine the clinical contexts for focusing PCC measurement; and
e Address measurement issues and challenges associated with measurement of PCC.

1. Meeting Summary

PCC Conceptual Model
We reviewed the original PCC model included in the NCI monograph and several
potential modifications.
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Key Discussion Points

Approach to the original model (in NCI monograph) was functional; functions extend
beyond behavior and capture the interactive process. The six functions are distinct but
closely related.

One alternative model depicts functions embedded within one another. With this model,
would have 6 subscales and individual items capturing embedded functions.

Relationship suffuses the functions more than reflected in original model. We would
expect to see that if the relationship is rated poorly (e.g., no respect), then the other
functions won’t make sense.

Concepts of “sense making” and collaborative cognition need to be incorporated into the
model.

Some of the terminology suggests a clinician-centered view rather than a patient-centered
view (e.g. “emotion-focused management strategies”). Some elements of the functions
seem to go beyond PCC (e.g., assessment for depression).

Relevance of each function varies based on the specific encounter and phase of care.
More of all functions at every visit is not necessarily the ideal.

Could have screening questions to determine if a function is relevant for a specific
encounter (e.g., whether there was a decision to be made). If relevant, have questions
specific to that function.

One function may take precedence over other functions. Patients may be satisfied if one
function is done well.

A theoretical approach helps ensure that important elements are included in the model.
Different theories can be tested when we have measures.

Which theory is most relevant may differ by phase of care/ type of encounter; this can be
empirically tested.

Need for normative theory on how measures should be applied in different contexts; need
expert consensus on what clinicians should be doing in terms of PCC in different contexts
(e.g., at diagnosis, at end of life).

Decisions/Conclusions

Retain the six original functions for now.

At this point in the measurement development process, we need to be most concerned
with ensuring that we are comprehensive with good measures for each function.
Empirical testing is necessary to determine whether the functions make sense as distinct
constructs, whether the model needs to be refined.

Also need empirical testing to determine the relative importance of the functions at
different points in cancer care.

A theoretical approach has benefits but don’t have information at this point to assess best
fit theory.

Clinical Contexts and Other Considerations for Focusing Measurement

We discussed the care setting, types of providers, stages in cancer care continuum, and

types of cancer.

Key Points Discussed

Care setting:

C-2
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A high proportion of cancer care occurs in small private practice settings (45% of
oncology care is deliverable by a practice with 2 or less oncologists). Capturing the PCC
experience in these types of community care settings is important.

Consider integrated health partners and community cancer centers as clinical contexts.
One tool will not be appropriate for all contexts. There could be a general measurement
tool and then modules for specific clinical contexts.

Types of providers:

Should all health care providers be responsible for all aspects of PCC? Or is the goal that
the cancer care team as a whole addresses the patient’s needs?

If the team members’ roles are working well then the patient doesn’t need to distinguish
who is doing what. The patient is the unit. At the patient level, the team has to meet the
patient needs.

However, don’t want to let individual providers off the hook. Each profession should
have a distinct set of required PCC competencies.

In order to function well, there can’t be any breaks in the chain of care and important to
determine where there are breaks.

Patients often do not perceive that there is a team of providers. Depending on the care
setting, the size/members of the team vary.

There are challenges in how to define/describe the team in a way that makes sense to
patients

Stages in cancer care

Don’t exclude end-of-life and palliative care. Boundary between survivorship and end-
of-life is not always clear.

May be a distinct PCC model for end of life.

Don’t focus on continuum, but on degree of engagement with the healthcare system.
Ideally measurement could be applied across whole spectrum. Then have modules for
specific populations.

Types of cancer

Measures should apply across all types of cancer

However, the nature and extent of patients’ interactions with the health care system (e.g.,
type of provider they see) depends on cancer type.

Decisions/Conclusions

Who will answer the survey? Adults with a cancer diagnosis.

What will be the focus of the questions? Focus on the six functions and on the care
team as a whole. Can potentially have modules for different situations (e.g. different care
settings)

Where will the surveys target (which clinical settings)? All clinical settings as PCC
should occur across wherever cancer care occurs.

Generic questions are the priority; can potentially add modules for different situations.
For the provider survey, the focus will be on physicians and physician extenders (nurse
practitioners, physician assistants); don’t include technicians (e.g. phlebotomists) as their
role in PCC not defined.
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Fundamental Measurement Issues and Challenges
We discussed the following measurement issues and challenges:

Issue #1: To what extent should measures assess perceptions of communication behaviors (i.e.,
report of the communication behaviors that occurred), evaluation of communication behaviors, or
both?

Decisions/Conclusions
e Assess both perceptions and evaluation of communication behaviors.
e For each function, develop and test both evaluative and behavioral items (both may not
be important for all functions).
e Develop one global evaluative item for each function.
e Patients can have difficulty reporting on specific behaviors unless the behavior is very
memorable or critical.

e Framing and wording of items will be critical.

Issue #2: To what extent should measures assess the communication behaviors or characteristics
of the exchange?

Decisions/Conclusions
e The difference between asking about a behavior (“Did doctor do X?) and the interaction
(Was the exchange X?”’) may be too subtle. Could phrase: “During our discussion, I was
able to ask all of my questions™; “During our discussion, my doctor listened to me.”

Issue #3: What is the best approach to measuring PCC longitudinally over the continuum of care?

Key Points Discussed
e Ideally would measure PCC both prospectively and retrospectively.
e Habituation is an issue with longitudinal assessment.

e Need to think about recall period (is 6 months for CAHPS; with 7 days to 2 weeks get
general recall but not specifics).
¢ Questions should be framed in terms of measurement periods (“chunks”) that are
meaningful to patients:
1. Awareness that “something is wrong,” screening and diagnostic process

Bad news, further diagnostic testing
Treatment discussion and planning
Beginning of treatment

Period of active treatment

Evaluation of treatment effectiveness, decision making

A T o B

Depending on #6:

= Transition to follow-up care, or
= End-of -life care

e (Could conduct cross-sectional survey in which patients identify their phase in care
(measurement “chunk”); questions would differ depending on phase.
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e A phase can involve one or more medical encounters (e.g., bad news/diagnostic testing
occurs over several visits)

Decisions/Conclusions

e Use patient-defined phases of care (measurement “chunks”); these would be meaningful
periods of cancer care experience from the patient experience.

e For population-level surveillance, can ask about last visit or a sentinel event.

e For organizational level, could examine cross-sectional data for patients at different
phases.

e Core questions will be asked across all phases and some specific questions for a specific
phase. Empirically evaluate the importance of the function across the phases.

Issue #4: What is the approach to measuring PCC with a team of cancer care providers?

Decisions/Conclusions
= Ask about the team and then additional questions about particular provider(s), e.g. one that
stands out.

Issue # 5. What are the most suitable study designs and data collection methodologies?

Decisions/Conclusions
e (Consider ways to use personal health records.
e With web-based survey can add questions based on care setting, type of cancer, etc..
e (Consider how to link the provider and patient surveys.

Other Decisions:
e Begin with organizational-level assessment and then work up to population level
surveillance.

Detailed Meeting Notes
Options for PCC Conceptual Model

Rick Street, PhD, Neeraj Arora (NCI), Ron Epstein, MD, Pam Williams-Piehota, PhD (RTT), and
Tony Back, MD

1. Rick’s Model

Rick: We originally took a functional approach to the model. Functions extend beyond behavior
and capture the interactive process. Should we measure what folks are doing or how well they’re
doing them? There are a number of functional models. We identified these six functions as the
most important. They are fairly distinctive but still related to one another. Communication is
complex. The first (monograph) model was the “traffic jam” model (as Steve refers to it). We
struggled with overlap. The Venn diagram showing overlap between functions makes it appear
that exchanging information is the most critical.

My new “molecule” model or embedded model shows that embedded within each
function is any other function. I thought about how functions may manifest themselves. For
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example, with decisionmaking, we find that information exchange, responding to emotion, and
managing uncertainty are embedded within it.

Or, we could have 6 subscales and then individual items that may draw on other
functions. So often in self-reported options we ask about what the doctor was doing. But from a
functional approach we might focus on the interaction itself — what the nature of the conversation
was about.

Bryce: The model we choose will impact whether we will use a subscale score and overall
summary score, ideally.

Ron: When we test the model empirically, items may fall along context (e.g., in the information
exchange context) or along other lines.

Kathy: I suspect that empirically the model will be one factor. We just need to make sure that
we cover everything that’s important to include in the model and build a blueprint. Will patients
discriminate? Does it matter if they do?

Bryce: Agreed. Capture what’s important. Stick to good survey development principles (e.g., no
double-barreled items) but there will be cross-loadings. We’ll need to test and empirically
determine the model. One option is to correlate items that load on different factors; build in
correlations for cross-loadings. If we presented vignettes, related to context items on the vignette
would cluster together (account for this) but also load on concepts.

Weighting is an important issue. Weights can be derived empirically. If items correlate
more, weight empirically. I’d lean toward conceptual weighting (not empirical weighting). We
struggled with this for the PROMIS project — do we develop a hierarchy or a framework? No one
could agree on this, so we ended up with a framework that allowed us to measure each function
really well. So, we can move the functions around in the framework without disrupting the
conceptual model.

Neeraj: Measure them independently. Keep in mind the future empirical tests we’ll conduct as
we develop the model.

2. Ron Epstein’s Model

Ron: My thoughts are based on my experience as a family doctor and palliative care doctor, and
how the functions interact in these two different contexts. My view of theory is rather
democratic. I think it is more contextually-constrained. We should be open to this shift. Since
writing the monograph, I have a slightly different view on information exchange and
decisionmaking. We tend to review information exchange as a commodity, but it’s also
actionable. Patients want action that they can put into use. Embedded-ness of domains assists
with that a bit. There is a time element to it. (Quantity of information) more is not better. Is it at
the right pace? There’s a dynamic quality that’s embedded in the relation between the
information giver and receiver. Information is embedded in the interaction/information
exchange.

Good decisions are sometimes non-decisions. Both parties may think that no decision
needed to be made when they are in the same mind. Collaborative cognition (from the geriatrics
literature) shows that decisions are made in the space between them (shared mind). This also has

C-6



Effective Health Care Program Research Report Number 39

an implication for autonomy. But you can’t talk about independent decisions because people
come to them together. Do shared minds represent shared illusions?

Clinical context is a clinical reality that we need to take into account. When stakes are the
highest, patients’ cognitive resources are the most diminished. People engage more in
collaborative cognition and avoid decisions. An autonomous approach is less applicable in these
situations.

Relationship infuses these functions more than indicated in the first (monograph) model.
This would be a qualifier. Uncertainty is a relational quality. Relationships have more to do with
any of the other functions than the other functions do.

Literacy — Those most disenfranchised from care can’t understand items.

Tone deafness — These individuals can’t parse apart pieces but know their doctor cares.
What do you do to invoke their memory during measurement? You need a stem like “think back
to last encounter with your doctor...”

Patients can’t envision situations; they can only recall their own experience. So for
measurement, perhaps show videos and ask “was your experience more like this (a) or like that
(b)?

There may be different psychometrics depending on each domain. This diversity is okay;
it doesn’t need to be a stable model.

Neeraj: we’re focusing on self-report right now. From a measurement perspective, how would
you see the contextual relationships?

Ron: You’d expect to see that if the relationship is rated poorly — no respect, etc. - then the other
functions won’t make sense. There’s something deterministic about the relationship function.

Neeraj: If trust is the main thing we want to look at, should we move it higher hierarchically?

Ron: Then the relationship is iterative; trust is a precondition and an outcome. Can you deal with
this empirically?

Eric: If my patient likes me, they would globally feel good about each of these domains. How
can we build this into the methodology to get them to tease apart the domains? Prime them?
Scenarios?

Ron: Evoke complexity science with medicine. I haven’t seen measures of iterative-ness.

Neeraj: Use longitudinal measures and then we could test the recursive-ness of the models.

Eric: We could ask “How was it the day that you and your oncologist talked about your
diagnosis?” This could provide an element of recall.

Kathy: I thought we would be measuring specific encounters, not the overall interactions. If we
want to get information for quality improvement, we need to think about where we’re going to
get the most quality data. Things can really change, if you neglect to do something that’s
essential. Longitudinal data collection is essential. We need to think about validity. Are we
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measuring what we are trying to measure and reflecting encounters? For self-management, we
need to focus on post-encounter. That’s a timing issue of when you measure.

Ron: Patients are incredibly forgiving.
Katherine: This argues for assessing both global evaluation and specific encounters.

Tony: We’re struggling with these static qualities. I don’t see the intentions of the patient and
doctor going in. If they rate the importance of the six functions on the day they get diagnosed, for
example, they are not focused on decisionmaking, and they’re focused on emotions. More of all
of these functions at every visit is not the best thing. It varies depending on the phase of care and
the situations. The problem with the model is that it doesn’t take into account the reality of the
priorities for doctor and patient at each encounter. Patients would be looking for the doctor to do
different things at different times. SF-36 for example does not capture the situation. Implicit in
embedded-ness is that one function may take precedence over the other ones. Patients may be
happy as long as one function is done well.

Neeraj: We could go with an episodic approach. We could frame items.

Tony: I see this as a conceptual issue. I bet trust is a function of cumulative experience. The
patients would have more of a spread at the first visit than later on in the care. The patient has a
sense that “the doctor knows what I mean”. Over time does the importance of what happens
medically fade?

Eric: Correlate whether goals were achieved.

Tony: Patients don’t have many experiences with oncologists, so they are less discriminating.
We need to set a high bar of what doctors should do.

3. Tony Back’s Presentation

Tony: I covered most of my points already, but I have other points about language. Some
language includes management strategies, which are clinician-driven, as opposed to measuring
whether the doctor deals with them. I am concerned about measuring these management
strategies that are entire fields themselves (e.g., managing and detecting depression). I don’t
think that are these communications functions. Communication gives you the ability to do this
but doesn’t mean we need to include them in PCC.

Ron: Explore the range of patient emotions, not treating depression as a disease.
Tony: Using emotion-focused management strategies is a doctor-centered view not a patient-
centered view. Is there another way to deal with this?

My big point is to think about this timeline issue.

Bill: You may not need every function at every visit, but they may implicitly be there.
Sometimes these implicit issues exist. Is there any way to capture this? One example is that
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therapy should continue — it’s implicit but it’s never explicitly stated. Do we need to capture
implicit functions?

Lauren: We could include a well-constructed screening question.
Bill: Was a decision made at a meeting? Patients may answer no.

Kathy: “I brought my side effects list and the doctor didn’t look at it.” These are a part of
decisionmaking. The patient may not see it as decisionmaking, but we’ll capture it elsewhere.

Kristin: We, in surveys, push patients into roles. Patients have different desires. And in so much
as their desires shift from a patient perspective, how much can they feel like they can do what
they want to do? Action-ability is a stronger issue. People feel a pressure to change their role in
the system.

Lauren: We need to have a companion campaign targeting doctors about patients’ roles in their
health care.

4. Pam’s Presentation on Self-Determination Theory Applied to PCC Model

Neeraj and Ron: It’s the perception of choice that’s actionable. Measure choices and decisions,
when possible.

Steve: The benefit is to do hypothesis testing to see if autonomy is clinically relevant.

Paul: I think we need a normative theory on how these measures should be applied in different
contexts. We need a theory that says “In situation A, autonomy is more of a consideration. In
situation B, X is more of a consideration.” We need a theory of how to apply these measures at
different points. It’s a missing point.

Ron: This is more of a problem when you’re dealing with trajectory of a particular patient. It’s
less important when doing population testing.

Paul: We all have normative assumptions. Some of these are non-issues and I worry about
measuring and trying to put them on a scale. There may be misinterpretation of subsequent data.
We need consensus from experts on what doctors need to do.

Murrey: Another piece of is that you also need to collect data from patients to inform what’s
important in addition to expert input. We should really be informed from the data we collect as
well.

Ron: Ask immediately post encounter, which function is most important to you today? If x then
y items would be completed.

Bryce: Are there gold standards out there that can help us test which model is the best one?

Think about the ways to assess the fit of the conceptual and empirical models? Are we thinking
of a global concept or sub-domain level? It seems the answer is sub-domain. We could use
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screening items to determine which items to tap into. Remember how we’ll use the instrument
and how we’ll use it to develop interventions.

Lauren: This gets into mode of administration. Computer administration could easily calculate
the screener scores that lead to questions to ask.

5. Neeraj’s Presentation on Self-Regulation and Coping Theories Applied to PCC Model

Neeraj: When there’s a health threat people engage in emotion and problem focused coping.
Social support literature — how best can we provide instrumental, emotional, and cognitive
support to patients? Uncertainty is a subfunction of each of the other functions (decisionmaking,
self-management, responding to emotions, healing relationships). If we were to reduce overlap, |
would remove uncertainty and embed it under others. Information exchange is the task for
assessing each of the 4 remaining functions. Measure information exchange and uncertainty as
part of the other 4 domains.

Murrey: Consider trust as an outcome. Trust is a broad issue that’s contextually based; you may
trust your caregiver but your communication needs may not be met. It’s part of it but probably
not the right outcome. We could measure some process and some outcome measures of the
relationship. There would be certain elements of creating the relationship at different points in
time.

Rick: Uncertainty is an important task of communication. Does it have a standalone value so we
need to assess it to see if it’s important? It’s almost as though we need a model that all folks are
happy with but that can have an autonomy support or a social support angle. Then we can frame
it as folks want. I see the value of autonomy support and other contextual aspects of
relationships.

Katherine: Is anything lost with this model (subsuming functions)?

Ron: Cognitive support is more than just decisionmaking. I think decisionmaking is
overemphasized in this model. I don’t think there are a lot of decisions to be made. More of it is
management not big decisions. No communication is meaningful without some sense of respect.
Autonomy support is a relational act. Should measure abstract relationships as well. This gives
decisionmaking a primacy that it doesn’t deserve. Some information exchange is sense-making
not decisionmaking.

Eric: We need to keep functions separate b/c functions’ importance over time is variable.
Ron: This could be a research question. We have SDT model, Rick’s embedded-ness model,
Neeraj’s social support model—test items for each of them and empirically test them to see what

falls out. Is a different theory most appropriate at the prevention phase, treatment phase, etc.?

Neeraj: Keep in mind that each function has other functions as pieces of them. Avoid
redundancy in item development. Do we need the macro version or the context-specific version?
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Paul: Information exchange could be more generic—the sense-making aspect. It’s a different
level of specificity.

Rick: Measure work that needs to be done and work that needs to be done well — e.g., quality
decisionmaking. Information exchange can be a particular act.

Ron: The domain of existential wellbeing is a stronger predictor of quality of life (QoL). Those
things that we use to derive meaning may be a better predictor of outcome. Re-label “information
exchange” as “finding meaning” perhaps.

Brad: [ would fight against that. At the last meeting, we determined that all six functions are of
value. Prima facie.

Clinical Contexts and Other Considerations for Focusing Measurement
Katherine Treiman, PhD (RTI) and Eric Nadler, MD

Eric: In the US, 45% of oncology care is deliverable by a practice with 2 or less oncologists, and
65% of care is delivered in the community.

Katherine: We recommend that we focus on NCI comp. cancer centers. They are more likely to
work well with us, have fewer challenges. We are talking about patient and provider surveys,
remember.

Katherine: In terms of types of care providers, we recommend medical oncologists, physician
extenders.

Ron, Tony, Eric: A common but variable care model is medical oncologists, physician
extenders, and a combination of care. Sample individual care providers or the medical team?

Eric: Each provider would have a different perspective on these domains.

Neeraj: This has implications for who you target for provider survey and for the patient survey,
based on who the respondent is speaking to.

Brad: With Crossing the Quality Chasm, we decided to get input on the team of people. If all
roles are working well then the patient doesn’t need to distinguish between them. When you get
on a plane, you don’t distinguish whether the pilot was well-dressed. You evaluate more globally
“Were they nice?” If you choose the wrong measure, you can really mess up because you would
measure nurses meeting the doctor role, etc.

Eric: If you don’t parse out the roles, you may get very different answers.
The surveys will be designed for use in organizational-level quality assessment and for
population-level surveillance.

Brad: The patient is the unit. Their perspective is what I care about. At the patient level, the
team has to meet the patient needs.
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Eric: It depends on the goal: is it that each and every doctor should be delivering PCC?

Tony: The value of measuring the individuals is that the doctor needs to realize the other needs
of patients are not being met.

Brad: There is a lot of training for doctors imparting that you operate as a team and shouldn’t
bear the burden of all care.

Eric: Point out to surgeons that they may not be delivering PCC as well as they should.

Brad: In order to function, there can’t be any breaks in the chain of care and you want to identify
where the breaks were for optimal group functioning.

Steve: Consider integrated health partners as a context. Focus on where you really should be
having those types of interactions across specialists. Community cancer centers are another area
to focus on.

Bryce: Don’t ask patients to differentiate who should be delivering which types of services.
Simply ask “Did you get the information you need”, not “Did the doctor give you the
information that you need?” We can’t develop one tool appropriate for all contexts. We need a
more generic and broad way. Then develop a specific module for a specific context (e.g.,
surgery).

Neeraj: At an organization level, is it worthwhile to focus on an individual level?

Bill: The team may change over time at an organization. We are early enough in the
measurement process that we may want to include that level of specificity, and later throw it out
or see if it’s relevant to only certain contexts.

Brad: There is a parallelism, at the organization level; you want to enable multiple levels of
analysis.

Tony: Each profession needs their own set of competencies.

Ron: Let’s not let doctors off the hook — for example, sending the nurse down the hall to deal
with the patients’ emotions. This could happen with the team approach. Set the ideal standard for
doctors. Patients won’t know what’s missing unless we ask them.

Kathy: I think they do know. They talk to other patients and have their own sense. They say
“what team?” They don’t realize that they have a cancer team.

Eric: Some patients have more sophistication than others. In a one doctor setting, patients would
have a different understanding of what to expect, and what it means to function well. There is
heterogeneity of care delivery in the US.
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Kathy: If the focus is on the patient, it’s not what we think is good or bad. We need to write the
right items.

Neeraj: We need to give patients more credit.

Brad: It’s all about how the patient perceives the system. To force my organization on them is
what messes up my measurement. Measure through the patients’ eyes.

Lauren: Prioritize the team. Then later could have a specific module for a specific context.
Ron: Don’t use term “the people that provide your cancer care”

Lauren: We will define it.

Steve: It works well.

Bill: Ask on the screener “Were your needs met?” If yes, then attribute them (Did the doctor
meet your expectations? Did the nurse? etc.?).

Ron: Be careful about issue of self-referral of patients to center settings.

Lauren: This is also true in community cancer centers.

Ron: Use the CCOPS network potentially. There will be different kinds of responses. When
dealing with unsophisticated patients, you need to provide more guidance than folks that have

been to 3 cancer centers.

Neeraj: Need a variety of representations in the cognitive testing. We want to assess overall
team and also break it down further.

Ron: How do we want to define team — do we include phlebotomists, for example?

Kathy: Include chemotherapy nurses, too.

Neeraj: The purpose of provider survey is to see if we could we use the patient survey to come
up with an equal and short form for providers. It’s the interaction that we want to measure. We
want to match them.

Ron: Measure the psychosocial interaction.

Kathy: That’s more tied to research, not quality improvement.

Katherine: Stages in the cancer care continuum: we’ll focus on diagnosis, treatment, post
treatment/ survivorship.
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Ron: I argue strongly for not excluding palliative care. The boundary between survivorship and
palliative care is lessening. End of life is defined as 6 months expected survival.

Kathy: There’s a transition out of care that’s important. Survivorship.

Eric: I’'m a lung cancer doc and 85% of patients with lung cancer die of it; so all of it is end of
life management (palliative care).

Neeraj: We need boundaries.
Ron: We don’t want to include those who are cured.

Tony: Start near time of diagnosis through active treatment as a chunk to start with. Here there’s
more contact with the patient care team.

Steve: I concur. Parse out treatment a bit more—initial treatment, adjuvant therapy. There are
different issues, recall biases, and the cancer care team is different at different phases.

Brad: The holy grail of quality measures is something that could be employed across the entire
perspective. Then develop measurement modules for specific populations. Patients could
complete diaries at the end of visits. So many questions remain regarding the transition issue, for

example. Good screening items would provide some level of measurement on all patients.

Neeraj: End of life deserves its own model. For hospice care, the doctor is not a key player any
more.

Ron: Include those who are more active in the cancer care system.

Paul: We’re getting hamstrung with the continuum. Define inclusion criterion as the extent or
degree of engagement with the cancer care system.

Fundamental Measurement Issues and Challenges

RTI and Group Discussion

Issue #1: To what extent should measures assess communication behaviors,
perceptions/evaluation of communication behaviors, or both?

Lauren: Behaviors or evaluations of behaviors — is one more likely to lend itself to ceiling
effects?

Ron: We may need memory aid for communication behaviors like “In my last visit with my
doctor...” Link perceptions to some kind of behaviors: “In my last visit, my doctor provided me
with enough information...”
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Rick: One problem with self-report: if an evaluation assessment predicts an evaluative
outcome—there is some overlap. Is the assessment itself the outcome? Or is it distinctive from
the outcome? If we are predicting affective measures from behavior, then that’s okay. We can’t
use an evaluation to predict an evaluation.

Ron: We need to construct the right items. There are vast differences in the qualitative vs.
quantitative literature on patient perspective. Use quantitative assessment to get qualitative-like
data. Find some way to use their own words. Conduct analysis of their language.

Lauren: We can do this with web-based assessment.

Kathy: It’s important how we frame it. Give them motivation to complete the survey.
Lauren: We need face-to-face rapport to do that, but we can move the survey one step closer.
Tony: Measure “What did the doctor do to actively connect with me?”

Neeraj: “Rate your doctor’s level of knowledge of your cancer.” A lot may depend on the
context. I'm okay with behavior and perceptions.

Steve: From a quality improvement view, ask globally as well as “What did my doctor do that
demonstrated interest in me?”” Get at the behaviors.

Ron: I could use more information from my doctor about X, y, z. Frame in terms of what
providers did not do well. (Ron cited example)

Tony: The Quality of Dying Scale is 0-10 with not a lot of anchors in between, so hard to rate.
Skewed data.

Neeraj: We’re not trying to achieve a normal curve in our responses. “Less than excellent”
means there is something that can be improved.

Bill: Keep some of those broader items either positively- or negatively-framed. Think down the
line. Can we take a screener approach and then ask more detailed questions? Test a number of
items upfront. Then the problem can show up in the more detailed questions and give clues as to
the effectiveness of the screener items.

Kathy: Ask patients about evaluation not behaviors. They don’t do a good job of recording
specific behaviors, unless we are really specific, memorable, and critical — be selective.

Rick: Assess what’s important related to this function. “Does doctor do X? How important was
that to you?”

Neeraj: Take each function and come up with both evaluative and behavioral items. Both may

not be important for each function. Take it function by function. Include open-ended items in
patient testing.
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Answer: Both and it depends.

Issue #2: To what extent should measures assess the communication behaviors or
characteristics of the exchange?

Rick: Focus on what doctor and patient did together.
Tony: Some patients may not distinguish between “my doctor did” and “my doctor and I did”.

Bill: There are multiple potential roles for measurement. If we are focused on population
reporting, then broaden the measures.

Neeraj: The bigger issue is overall perception of team or individual provider. Answering this
question makes it easier to answer others. If we are conducting organizational-level monitoring

of PCC delivery, what would we ask patients?

Bill: Individual identification would help — which provider it was. Later we can expand to the
team.

Tony: We will need some information on both. If the team does a bad job, where was the
breakdown? Individuals or the system, for example?

Lauren: There are so many elements to quality measurement.

Tony: Patients value having someone on the team they can talk to.

Neeraj: This is the kind of question I can see including on navigation — “Did you have someone
on the team you could talk to?” How deep do we go in terms of t